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I.  EXECUTIVE  SUMMARY 


A.    INTRODUCTION 

Since  1992,  the  Hispanic  Education  Program  at  NCI's  Office  of  Cancer  Communications  (OCC) 
has  been  working  on  the  development  of  Spanish-language  and  bilingual  educational  materials 
about  cancer-related  issues.  These  materials  have  been  written  in  easy-to-understand  Spanish 
appropriate  for  all  Hispanic  groups.  However,  with  the  rapid  increase  in  numbers  and  diversity  of 
the  U.S.  Hispanic  population,  OCC  considered  it  important  to  conduct  additional  qualitative 
research  aimed  at  better  understanding  the  Hispanic/Latino  audience  and  determining  the  most 
effective  ways  to  address  their  cancer  information  needs.    The  current  study  focuses  on 
Hispanic/Latino  cancer  patients. 

The  purpose  of  the  study  was  to  examine  Hispanic/Latino  cancer  patients'  knowledge, 
perceptions,  attitudes,  practices,  and  health  behaviors  related  to  cancer  care  issues.  An  additional 
aim  of  the  study  was  to  identify  commonalities  among  Hispanic/Latino  groups  (e.g.,  Mexican 
Americans,  Puerto  Ricans,  Cuban  Americans,  Central  Americans,  and  South  Americans), 
including  sources  of  influence  and  information  within  the  community  that  can  affect  behavior 
change. 


B.    METHOD 

A  total  of  four  focus  groups  were  conducted  during  February  and  March  1995  in  Washington, 
D.C.,  New  York,  San  Antonio,  and  Los  Angeles.  These  cities  were  selected  on  the  basis  of 
geographic  or  regional  representation,  as  well  as  their  high  concentration  of  the  target  audience 
(i.e.,  Hispanics/Latinos  of  low  socioeconomic  status). 

The  criteria  for  recruiting  patients  ensured  that  various  countries  of  origin  would  be  represented 
in  each  group  session.  All  focus  groups  were  divided  by  gender  to  encourage  open 
communication  and  to  get  more  detailed  information  from  males  and  females  regarding  their 
health  care.  The  focus  group  sessions  in  Washington,  D.C.,  and  San  Antonio  were  composed 
entirely  of  female  cancer  patients,  while  the  sessions  in  New  York  and  Los  Angeles  were 
composed  of  male  cancer  patients. 

Participants  in  the  focus  groups  were  fairly  homogeneous  in  age,  language,  and  income.  All 
participants  were  between  45  and  65  years  of  age,  spoke  primarily  Spanish  at  home,  and  had  an 
annual  household  income  of  $25,000  or  less.  The  groups  were  conducted  in  Spanish  by  a 
bilingual/bicultural  female  moderator  and  a  bilingual/bicultural  female  research  assistant.. 

To  assist  with  research  planning  and  implemention,  an  Ad  Hoc  Working  Group  was  established 
composed  of  representatives  from  the  National  Hispanic  Leadership  Initiative  on  Cancer 
(NHLIC);  outreach  coordinators  from  NCI's  Cancer  Information  Service  (CIS);  OCC  staff 
members;  and  other  professionals  who  regularly  communicate  with  Hispanics/Latinos  on 


health.  In  several  cities,  the  recruitment  of  patients  was  facilitated  by  local  representatives  from 
these  groups.  For  example,  CIS  outreach  coordinators  and  NHLIC  representatives,  as  well  as  key 
leaders  in  community  health  clinics,  provided  assistance  in  Washington,  DC,  San  Antonio,  and 
New  York.  In  Los  Angeles,  a  Hispanic/Latino  research  vendor  was  used  for  recruitment.  At 
each  site,  a  Spanish-language  "screening  questionnaire"  was  used  to  identify  the  specific  variables 
and  characteristics  considered  important  for  recruitment. 

Topics  on  the  moderator's  discussion  guide  included  participants'  knowledge  and  beliefs  about 
cancer  prior  to  and  following  diagnosis;  adequacy  of  information  received  on  diagnosis  and 
treatment;  awareness  and  use  of  community  resources  providing  cancer  services  (e.g.,  support 
groups,  800  lines);  use  of  Spanish-  and  English-language  media;  reactions  to  segments  of  a  30- 
minute  Spanish  video  on  mammography  and  breast  cancer  ("Una  vez  al  ano...Para  toda  la  vida"); 
and  knowledge/awareness  of  clinical  trials. 


C.    SUMMARY  OF  FINDINGS 

Commonalities  Among  the  Various  Hispanic/Latino  Groups  Represented 

■  In  general,  differences  in  country  of  origin  did  not  affect  group  dynamics.  All  participants 
felt  comfortable  with  each  other  and  expressed  a  sense  of  belonging  to  a  larger 
Hispanic/Latino  community  that  went  beyond  specific  nationalities.  Participants  indicated 
that  they  have  a  strong  sense  of  community  and  that  peer  support  from  other  Spanish- 
speaking  Hispanic/Latino  cancer  patients  is  very  important  to  them.  There  were  few 
noticeable  and/or  significant  differences  by  country  of  origin  among  the  participants. 

General  Reaction  to  Focus  Group  Setting 

■  Participants  seemed  to  enjoy  interacting  with  other  Hispanic/Latino  cancer  patients  in  the 
group  discussion  format.  They  were  generally  pleased  with  the  focus  group  setting, 
describing  it  as  a  good  channel  by  which  to  get  information  and  emotional  support.  Both 
men  and  women  showed  empathy  toward  their  peers  and  offered  emotional  support  as 
needed.  Many  felt  that  they  had  responsibility  for  reaching  out  and  helping  other 
Hispanics/Latinos. 

Overall  Attitudes  and  Perceptions  of  Cancer  Diapnosis  and  Treatment 

■  Lack  of  knowledge,  language  problems,  and  access  barriers  prevented  the  vast  majority  of 
participants  from  getting  regular  cancer  screening  tests  before  they  were  diagnosed  with 
cancer.  Although  most  have  learned  more  about  cancer  screening  tests  since  that  time, 
some  still  think  these  tests  may  not  be  totally  reliable. 

■  Most  participants  were  aware  of  at  least  some  behaviors  or  factors  that  place  people  at 
risk  of  getting  cancer.  A  few  participants  suspected  they  were  going  to  get  cancer  either 
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because  there  were  many  cases  of  cancer  in  their  families  or  because  they  smoked  or  had 
been  exposed  to  fumes  from  toxic  substances  (e.g.,  glue,  chemicals). 

The  majority  of  participants  were  seriously  concerned  about  the  effect  that  their  cancers 
were  having  on  their  families.  This  attitude  reflects  a  central  cultural  value  of  the 
Hispanic/Latino  community,  in  which  the  family  unit  is  considered  more  important  than 
the  individual. 

Support  from  family  members,  particularly  spouses  and  children,  was  crucial  in  treatment 
decisions  for  nearly  all  participants.  In  most  cases,  support  from  the  family  determines  if 
the  patient  will  get  into  treatment,  what  type  of  treatment  he  or  she  will  get,  as  well  as 
compliance  with  treatment  and  other  doctor's  recommendations. 

Peer  support  from  other  Hispanic/Latino  cancer  patients  also  plays  a  role  in  decision- 
making. A  few  participants  who  belong  to  support  groups  stated  that  they  have  taken  the 
experiences  of  other  cancer  patients  into  account  when  deciding  on  treatment  options  or 
support  services.  Most  participants  expressed  interest  in  establishing  and  maintaining 
contact  with  other  Hispanic/Latino  patients  as  a  way  to  access  information  about 
treatment  and  support  services  and  to  obtain  emotional  support. 

Most  participants  started  treatment  shortly  after  diagnosis  and  followed  their  doctors' 
treatment  recommendations.  For  some,  placing  blind  trust  and  faith  in  health  care 
providers  (i.e.,  not  asking  questions  or  seeking  second  opinions)  was  a  natural  outcome  of 
the  esteem  with  which  physicians  are  viewed  in  their  community.  Other  participants, 
however,  said  they  followed  their  doctors'  recommendations  because  they  felt  they  had  no 
other  choice  --  doctors  were  their  only  hope  for  survival.  Some  individuals  had  the 
impression  that  health  care  providers  may  be  trying  treatments  and  medications  on  patients 
without  knowing  if  they  will  be  effective. 

Many  participants  had  used  folk/home  remedies  for  their  cancer.  A  high  level  of  trust  was 
expressed  in  folk  remedies,  particularly  in  "una  de  gato"  (cat's  nails),  an  herb  that  is  taken 
from  a  plant  which  can  be  used  as  tea  or  in  pills.  Many  participants  truly  believe  that  this 
folk  remedy  can  cure  cancer.  In  most  cases,  however,  folk  remedies  are  used  as  a 
complement  to,  not  a  substitute  for,  biomedical  treatment  and  medications. 


Perception  of  Health  Care  Providers 

■  Overall,  participants  who  had  a  Hispanic/Latino  doctor  reported  a  more  satisfying  doctor- 
patient  relationship  than  those  who  did  not.  Many  said  that  they  would  prefer  going  to  a 
Hispanic/Latino  health  care  provider,  but  that  it  is  very  difficult  to  find  one. 

■  A  general  lack  of  trust  in  non-Hispanic/Latino  health  care  providers  was  expressed  by 
some  participants.  In  particular,  women  who  had  experienced  symptoms  or  signs  of 
cancer  before  diagnosis  complained  that  various  health  care  providers  had  misdiagnosed 
them.  Some  women  also  reported  a  lack  of  sensitivity  and  humaneness  on  the  part  of  non- 


Hispanic  health  care  providers,  indicating  that  these  individuals  had  treated  them  as  though 
they  were  making  up  their  symptoms  and  signs  of  cancer.  This  insensitivity  was  also 
evident  in  health  care  providers  who  either  stated  or  implied  that  participants  were  going 
to  die  of  cancer. 

Negative  feelings  were  expressed  about  the  lack  of  personal  touch  that  patients  experience 
in  non-Hispanic  doctor-patient  relationships.  Traditionally,  Hispanics/Latinos  consider 
this  to  be  a  key  element  in  their  association  with  health  care  providers.  Participants 
indicated  that  when  health  care  providers  do  not  take  the  time  to  explain  cancer  and 
treatment  options  to  their  patients,  it  suggests  a  disrespectful  attitude. 

Some  participants,  particularly  men,  felt  that  most  of  the  health  care  providers  they 
encounter  just  want  to  make  money  and  do  not  care  enough  about  them  as  patients. 


Personal  and  Community  Reaction  to  Cancer 

■  All  participants  felt  devastated  when  they  learned  they  had  cancer,  viewing  the  diagnosis 
as  a  personal  and  family  tragedy.  This  devastation  and  sadness  may  be  seen  as  a  reflection 
of  the  "fatalismo"  (fatalistic  attitude)  that  is  common  in  the  Hispanic/Latino  culture. 

■  Most  participants  were  also  overwhelmed  with  anxiety  when  they  were  diagnosed.  They 
were  fearful  of  the  consequences  that  cancer  treatment  would  have  on  their  bodies,  and 
terrified  of  dying  and  not  being  able  to  take  care  of  their  families.  This  fear  caused  a  few 
participants  to  remain  in  a  state  of  denial  over  their  diagnoses. 

■  A  few  participants  indicated  that  they  felt  "inferior"  and/or  "incomplete"  because  of  their 
cancer.  These  individuals  were  reluctant  to  disclose  their  cancer  to  others  for  fear  of 
being  rejected  or  discriminated  against.  Some  participants,  particularly  women,  reported 
feeling  embarrassed  because  they  thought  people  would  think  they  were  unable  to  take 
care  of  themselves  and  their  families.  This  attitude  reflects  the  importance  that  some 
Hispanic/Latino  women  place  on  their  role  as  caretaker  of  the  family,  a  role  which  they 
feel  they  must  assume  even  when  they  are  sick. 

■  Among  the  men,  some  stated  that  cancer  has  caused  them  to  feel  that  they  are  not  as 
strong  as  they  should  be  to  work  and  take  care  of  their  families.  This  attitude  reflects  the 
"machismo"  mentality  in  the  Hispanic/Latino  culture,  a  mentality  which  requires  men  to 
act  as  the  protector  of  the  family  and  not  show  any  weakness. 

■  Several  individuals  claimed  they  had  experienced  rejection  because  of  their  cancer.  A  few 
participants  who  had  lost  weight  from  their  disease  said  that  the  individuals  who  spurned 
them  probably  thought  they  had  ADDS,  not  cancer.  Several  women  indicated  that  they  had 
been  rejected  or  abandoned  by  their  husbands  or  partners.  One  participant  lost  her 
apartment  and  was  harassed  by  people  because  they  thought  her  disease  was  contagious. 
Several  participants,  in  fact,  pointed  out  that  some  people  in  the  community  think  that 


cancer  is  contagious.  (Note:  These  stories,  taken  together,  denote  a  lack  of  knowledge  of 
cancer  issues  among  some  sectors  of  the  Hispanic/Latino  population.) 


Information  about  Cancer  Before  and  After  Diagnosis 

■  The  vast  majority  of  participants  did  not  know  very  much  about  cancer  when  they  were 
diagnosed.  Many  said  that  they  only  knew  it  was  an  "incurable"  and  devastating  disease. 

■  The  vast  majority  of  participants  did  not  receive  any  written  or  audiovisual  information  on 
cancer  or  its  treatment  after  their  diagnosis,  and  none  were  given  Spanish-language 
materials  or  information.  The  two  participants  who  received  written  information  in 
English  were  unable  to  use  it  because  of  language  barriers.  Most  information  about 
cancer  was  said  to  be  given  orally  by  doctors  and  nurses.  The  majority  of  participants, 
however,  experienced  difficulty  in  understanding  their  health  care  providers  because  of 
language  barriers.  For  these  reasons,  many  group  members  were  still  confused  about 
cancer-related  issues. 

■  The  majority  of  participants  rely  on  family  members  to  communicate  with  health  care 
providers.  Most  participants  have  serious  difficulties  communicating  with  health  care 
providers  because  they  cannot  speak  or  fully  understand  English.  A  few  participants  use 
interpreters  for  their  doctors'  appointments,  a  situation  that  sometimes  causes  confusion 
when  information  received  by  family  members  does  not  agree  with  that  received  by 
interpreters. 


Knowledge  and  Access  to  Information  Sources  After  Diagnosis 

■  Lack  of  knowledge  of  the  English-language  prevents  the  majority  of  participants  from 
getting  cancer  information  and/or  materials.  Most  participants  perceive  that  there  is  a  lack 
of  cancer-related  information  in  Spanish  because  they  do  not  know  about  any  services 
and/or  materials  currently  available  to  them. 

■  Many  participants  reported  getting  cancer  information  from  the  Spanish-language  media, 
primarily  from  Spanish-language  radio  talk  shows.  They  have  also  acquired  information 
from  Spanish-language  television  newscasts  and  shows,  although  not  on  a  regular  basis.  A 
few  have  obtained  information  from  Spanish-language  local  community  newspapers. 

■  The  vast  majority  of  participants  would  be  interested  in  receiving  Spanish-language 
audiovisual  and  written  information  on  cancer  and  its  treatment.  Most  believe  that 
information  about  cancer  should  be  given  to  both  the  patient  and  his  or  her  family,  since 
family  members  are  involved  in  all  medical  and  emotional  aspects  of  the  disease. 

■  The  majority  of  participants  would  use  a  toll-free  number  to  seek  cancer  information  if 
they  were  able  to  get  information  in  Spanish.  They  would  also  use  such  a  service  because 
they  can  remain  anonymous  and  call  at  a  time  that  is  convenient  for  them. 


None  of  the  participants  were  aware  of  any  Government  agency  that  provides  information 
about  cancer.  The  majority  said  they  would  like  to  receive  information  from  a 
Government  agency  but  only  if  it  is  an  agency  dedicated  to  medical  research. 


Knowledge  of  and  Access  to  Community  Organizations  and  Groups 

■  The  majority  of  participants  were  not  aware  of  any  organizations  or  groups  that  provide 
health  information  and/or  services  to  the  Hispanic/Latino  community.  A  few  participants 
mentioned  the  American  Red  Cross,  and  a  few  women  in  San  Antonio  mentioned  the 
American  Cancer  Society  (ACS).  As  a  whole,  participants  were  not  personally  involved  in 
community  organizations  or  groups,  although  a  few  women  in  San  Antonio  were  taking 
part  in  support  groups  sponsored  by  the  ACS. 

■  Lack  of  outreach  in  the  Hispanic/Latino  community  as  well  as  a  lack  of  programs 
specifically  directed  to  Hispanics/Latinos  prevent  participants  from  seeking  services  from 
community  organizations.  Most  participants  indicated  an  interest  in  getting  involved  with 
and  using  services  that  are  directed  to  Spanish-speaking  Hispanic/Latino  cancer  patients. 

■  Only  one  participant  knew  about  the  CIS  Spanish-language  toll-free  number.  She  learned 
about  the  service  by  reading  a  brochure  that  she  received  at  a  community  clinic.  When  she 
called  the  CIS,  she  was  pleased  with  the  information  provided  by  the  cancer  information 
specialist. 


Role  of  Churches  and  Religious  Groups  in  Cancer-Related  Issues 

■  Comments  by  the  vast  majority  of  participants  showed  very  strong  religious  beliefs  and 

values.  Nearly  all  participants,  both  women  and  men,  said  that  their  faith  in  God  has 
helped  them  to  survive  cancer.  The  vast  majority  of  participants  were  Catholic  and  go  to 
Mass,  but  many  are  not  actively  involved  either  in  the  church  or  religious  groups.  Only  a 
few  participants  are  receiving  help  and  support  from  priests  and  nuns.  One  man  gives 
testimonies  about  his  cancer  in  church  and  also  volunteers  to  help  other  cancer  patients 
and  their  families. 


Social  Supports  for  Cancer  Patients 

■  Family  members  were  cited  as  the  main  source  of  support  for  the  vast  majority  of 

participants.  Family  members  provide  transportation,  help  decide  on  treatment  options, 
translate  during  doctors'  appointments,  provide  financial  resources  to  pay  for  treatment, 
and  offer  emotional  and  moral  support.  According  to  participants,  the  bonds  between 
members  of  most  Hispanic/Latino  families  are  so  strong  that  the  disease  of  one  family 
member  usually  becomes  everyone's  disease.  Adult  Hispanic/Latino  sons  and  daughters 
feel  they  have  responsibility  for  taking  care  of  their  sick  parents  and/or  sisters  and  brothers 
even  when  they  are  married  and  have  families  of  their  own.  A  few  participants  whose 


families  were  not  in  the  United  States  reported  getting  support  from  close  friends  who  are 
also  Hispanics/Latinos. 

The  vast  majority  of  participants  noted  that  there  is  no  mechanism  which  provides 
Hispanic/Latino  cancer  patients  with  information  about  available  support  services.  In 
general,  they  feel  that  health  care  providers  should  be  providing  them  with  information  on 
cancer  services  and  materials,  or  at  least  referring  them  to  places  where  they  can  get  it. 

The  majority  of  participants  would  like  to  participate  in  support  groups  if  they  were 
available  in  Spanish.  Talking  to  other  Hispanic/Latino  cancer  patients  would  help  break 
their  sense  of  isolation,  giving  them  an  opportunity  to  share  common  experiences, 
exchange  information,  and  provide  and  receive  emotional  support.  Some  individuals 
noted  that  support  groups  should  also  be  available  for  family  members  and  close  friends 
who  take  care  of  cancer  patients  because  these  people  suffer  along  with  the  patient. 

Several  group  participants  were  receiving  help  from  social  workers  referred  to  them  by 
their  health  care  providers.  These  patients  were  generally  pleased  because  the  social 
workers  had  referred  them  to  places  where  they  could  obtain  more  information  and/or 
other  support  services. 

Only  a  few  female  participants  had  received  professional  counseling  services  to  help  them 
cope  with  cancer.  One  indicated  that  her  counselor  had  saved  her  life  after  she  tried  to 
commit  suicide  from  her  cancer-related  depression.  Many  women  and  one  man  said  that 
they  would  like  to  receive  counseling  services  but  have  not  seen  them  available  in  Spanish. 


Media  Usage  and  Preference 

■  The  majority  of  participants  prefer  the  Spanish-language  media,  with  Spanish-language 
television  being  the  most  popular  media  channel.  Newscasts,  soap  operas,  talks  shows, 
news  magazine  shows,  and  variety  shows  are  watched  most  frequently. 

■  Spanish-language  radio  talk  shows  that  focus  on  health  are  also  very  popular  among 
participants.  These  shows  are  described  as  both  informative  and  interactive  because  they 
allow  the  public  to  call  in  with  questions  on  health  issues.  The  hosts  of  these  programs  are 
generally  local  Hispanic/Latino  physicians  who  are  very  well  known  in  the  community  and 
use  a  variety  of  channels  to  disseminate  their  health  messages.  Some  of  the  shows  also 
promote  the  use  of  natural  medicine  and  folk  remedies. 

■  Print  media  are  not  used  on  a  regular  basis  by  most  participants.  Nevertheless,  some 
participants  read  Spanish-language  community  newspapers  for  local  news  and 
entertainment.  A  few  participants,  mostly  women,  enjoy  reading  Spanish-language 
magazines  on  a  regular  basis. 


Presentation  of  Cancer-Related  Materials  and  Messages 

■  The  vast  majority  of  participants  felt  that  Spanish-language  videos  are  the  most  effective 
way  to  present  health-related  messages  to  the  Hispanic/Latino  community.  Both  Spanish- 
language  television  outlets  and  community  clinics  were  suggested  as  the  best  places  to 
show  a  video  on  cancer  care  issues.  Some  participants  also  indicated  that  Spanish- 
language  soap  operas,  news  magazines,  and  talk  shows  would  be  a  good  vehicle  to 
disseminate  cancer  information  because  these  are  the  favorite  shows  of  this  audience. 

■  The  most  reliable  spokespersons  for  cancer  information  were  considered  to  be  other 
Hispanic/Latino  patients.  Most  participants  would  like  to  see  testimonials  from  a  person 
who  looks  and  talks  the  way  they  do  and  can  share  their  experiences  with  cancer  in  a 
positive,  uplifting  way.  Many  added  that  only  another  Hispanic/Latino  with  cancer  would 
know  how  they  feel. 

■  Although  health  care  providers  were  mentioned  as  the  best  source  of  scientific 
information,  many  participants  said  that  they  would  not  like  to  see  health  care  providers  as 
spokespersons  because  these  people  might  only  be  doing  it  for  money.  Participants  want 
someone  who  really  cares  about  them. 

■  The  majority  of  participants  were  opposed  to  having  a  celebrity  spokesperson  unless  that 
person  had  cancer.  The  general  feeling  was  that  celebrities  do  not  know  anything  about 
cancer  unless  they  have  had  a  direct  experience  with  it.  Some  participants  were  also 
concerned  that  celebrities  might  agree  to  serve  as  spokespersons  just  for  the  money  aspect 
or  for  publicity.  Using  celebrities  was  considered  acceptable  for  professional  dramas  but 
not  for  information  campaigns  on  cancer.  It  was  stressed  that  the  spokesperson  should  be 
a  native  Spanish-speaking  Hispanic/Latino. 


Reactions  to  the  Video  "Una  vez  al  afio...Para  toda  una  vida" 

■  All  participants  liked  the  segments  from  the  video  "Una  vez  al  ano...,"  a  30-minute  video 

about  breast  cancer  that  takes  place  in  a  beauty  shop.  The  scenes  were  described  as 
realistic,  informative,  and  positive.  Many  participants,  mostly  women,  said  that  they  could 
identify  with  the  characters  because  they  had  gone  through  the  same  experience.  Most 
men  would  like  to  see  a  similar  video  on  issues  concerning  men,  such  as  prostate  cancer. 


Clinical  Trials 

■  Only  those  few  participants  who  had  actually  participated  in  a  clinical  trial  were  able  to 

explain  what  a  clinical  trial  was.  Interestingly,  these  were  all  female  participants  in  San 
Antonio  who  were  recruited  by  their  doctors.  Most  of  them  liked  the  experience  because 
they  felt  they  were  helping  themselves  as  well  as  other  cancer  patients.  Some,  however, 
pointed  out  that  the  medications  they  received  made  them  feel  terrible. 
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The  majority  of  participants  had  not  participated  in  clinical  trials  due  to  their  lack  of 
knowledge  and  information  about  them.  After  hearing  a  simple  definition  by  the 
moderator,  participants  expressed  mixed  feelings  about  the  value  and  effectiveness  of 
them.  They  noted  that  clinical  trials  have  the  potential  of  helping  both  science  and  cancer 
patients  in  the  future,  but  they  were  also  concerned  about  the  possible  effects  of 
medications  and  treatments  that  have  not  been  approved.  A  few  participants  expressed 
the  point  of  view  that  Hispanics/Latinos  and  other  minority  groups  have  been  used 
deliberately  as  "guinea  pigs." 

Once  the  advantages  and  disadvantages  of  clinical  trials  were  discussed  in  the  groups, 
most  participants  said  they  would  be  willing  to  participate  in  one.  They  felt  that  the 
advantages  of  possibly  saving  one's  life  and  also  helping  other  cancer  patients  would 
outweigh  the  disadvantages  of  not  knowing  the  potential  effects  of  the  medications  and/or 
treatments.  The  majority  of  the  participants  noted  that  recruitment  for  clinical  trials  would 
need  to  be  tailored  to  Hispanics/Latinos  and  conducted  by  Spanish-speaking 
Hispanic/Latino  researchers  in  order  for  them  to  take  part.  Many  noted  that  they  would 
need  to  communicate  with  Spanish-speaking  Hispanic/Latino  researchers  to  fully 
understand  the  process  involved.  Others  commented  that  Hispanic/Latino  researchers 
would  be  less  likely  to  take  advantage  of  them  as  clinical  trials  participants. 


Reactions  to  Cover  Art  on  a  Spanish-Language  Publication  About  Clinical  Trials 

■  The  vast  majority  of  participants  found  the  illustrations  on  the  Spanish-language  brochure 

on  clinical  trials  to  be  culturally  appropriate.  Nevertheless,  a  number  of  suggestions  were 
made.  Many  participants  recommended  more  realistic  portrayals  of  the  people  depicted  in 
the  illustrations.  Some  participants  suggested  that  brighter  colors  be  used  to  make  the 
publication  more  attractive  to  the  Hispanic/Latino  community. 


D.    CONCLUSIONS  AND  IMPLICATIONS 


Commonalities  among  Hispanic/Latino  patients  of  different  nationalities  extend  bevond 
their  differences.  Despite  the  fact  that  the  focus  groups  contained  participants  from 
Mexico,  Puerto  Rico,  Cuba,  Central  America  and  South  America,  the  commonalities 
evident  among  participants  in  terms  of  attitudes,  perceptions,  and  experiences  with  cancer 
were  far  more  apparent  than  the  differences.  The  sense  of  being  part  of  a  larger 
community  and  wanting  to  help  one  another  seemed  to  transcend  any  differences  in 
background  or  country  of  origin. 

Implication.  It  is  probably  not  necessary  to  design  materials  or  programs 
specifically  for  Hispanic/Latino  patients  of  particular  nationalities.  The  current 
research  suggests  that  Hispanics/Latinos  can  be  addressed  as  one  group  for  the 
purpose  of  cancer  communication  if  such  communication  is  built  upon,  and 
emphasizes,  the  underlying  beliefs,  attitudes  and  perceptions  they  tend  to  share. 


2.  In  communicating  with  Hispanics/Latinos.  the  personal  element  is  critical.  Throughout  the 
groups,  it  was  evident  that  Hispanic/Latino  lifestyles  rely  heavily  on  interaction  with 
others.  The  family  is  the  nucleus  of  decision  making  and  includes  both  extended  family 
and  close  friends.  When  obtaining  information,  Hispanics/Latinos  place  greater  trust  in 
information  they  learn  from  others  (e.g.,  doctors,  family)  than  on  printed  material. 
Participants'  preference  for  personal  dialogue  and  verbal  exchange  was  seen  in  their 
enthusiasm  for  being  part  of  the  focus  group,  their  desire  to  talk  more  with  their  doctors, 
and  their  preference  for  videos,  talk  shows,  and  testimonials. 

Implication.  Efforts  to  communicate  with  Hispanic/Latino  cancer  patients  should 
also  include  their  families  and  close  friends.  Non-print  methods  of  information 
dissemination  should  be  emphasized. 

3.  Lack  of  knowledge  about  cancer  and  services/resources  in  the  community  is  common:  yet 
participants  say  they  would  embrace  these  services  if  they  knew  about  them  and  they  were 
available  in  Spanish.  Most  participants  did  not  have  cancer  screening  tests  before  being 
diagnosed,  and  most  were  incompletely  informed  about  risk  factors.    Information  about 
cancer,  both  before  and  after  diagnosis,  was  low.  Very  few  belonged  to  support  groups 
even  though  they  considered  this  a  good  mechanism  for  accessing  information  and 
obtaining  emotional  support. 

Implication.  Increased  efforts  should  be  made  to  educate  Hispanics/Latinos  about 
cancer,  including  the  risk  factors  for  cancer,  the  importance  of  having  regular 
cancer  checks,  options  for  treatment  (such  as  clinical  trials),  and  the  availability  of 
support  groups.  Community  involvement  and  outreach  are  essential  to  this 
process,  but  must  be  done  in  a  manner  that  speaks  to  the  audience  in  a  meaningful 
way. 

4.  God  is  a  prominent  figure  in  the  lives  of  Hispanic/Latino  cancer  patients,  even  when  thev 
are  not  religious.  For  many  participants,  getting  cancer  was  regarded  as  "God's  decision" 
and  the  issue  of  whether  or  not  they  would  survive  was  also  in  God's  hands.  Despite  this 
somewhat  fatalistic  attitude,  however,  participants  tend  to  follow  their  doctor's  treatment 
recommendations. 

Implication.  Efforts  to  communicate  with  Hispanic/Latino  cancer  patients  should 
acknowledge  their  reliance  on  God  but  also  try  to  counter  their  pessimism  with 
information  (e.g.,  "success  stories"  delivered  by  a  credible  spokesperson). 

5.  Hispanic/Latino  patients  tend  not  to  be  proactive  but  to  follow  in  the  "old  wavs"  of  their 
countries.  Primarily  because  of  knowlege  and  language  barriers,  patients  tend  not  to  ask 
questions  or  seek  second  opinions.  Many  use  folk  remedies  to  complement  their 
treatments. 

Implication.  Hispanic/Latino  cancer  patients  should  be  encouraged  through 
appropriate  outreach  organizations  in  their  communities  to  be  more  involved  with 
their  own  care  and  treatment. 
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6.  Cancer  is  seen  as  a  devastating,  incurable  disease.  Hispanic/Latino  cancer  patients  view 
their  disease  in  much  the  same  way  it  was  viewed  by  the  majority  of  people  in  this  country 
20-25  years  ago.  Cancer  still  has  a  stigma  attached  to  it.  Many  participants  had 
experienced  rejection  or  discrimination  in  their  community  because  of  cancer. 

Implication.    Efforts  to  reach  the  Hispanic/Latino  cancer  population  should  focus 
on  presenting  basic  facts  about  cancer  (e.g.,  that  it's  not  contagious;  that  it  does 
not  make  a  man  less  of  a  provider  or  protector  of  his  family). 

7.  Attitudes  toward  physicians  are  conflicting.  While  some  Hispanic/Latino  patients  see 
physicians  as  figures  of  authority,  and  thus  worthy  of  high  respect,  others  are  skeptical  of 
the  medications  and  treatments  being  used  on  them.  Skepticism  is  particularly  high  with 
regard  to  non-Hispanic  physicians.  Patients  complained  about  the  lack  of  sensitivity, 
personal  touch  and  rapport  they  had  experienced  in  dealing  with  these  doctors. 

Implication.  The  need  to  provide  the  patient  with  a  full  and  adequate  explanation 
of  cancer  and  the  treatments  being  proposed  should  be  encouraged  among  non- 
Hispanic  health  care  providers  who  treat  this  population  .  It  is  important  for  the 
patient  to  have  someone  available  who  can  translate  and  explain  the  provider's 
remarks  if  necessary. 

8.  Preferred  media  include  television,  talk  radio  and  video.  Print  material  is  used  much  less 
frequently.  Testimonials  from  cancer  patients  or  Hispanic/Latino  celebrities  who  have 
experienced  cancer  themselves  or  in  their  families  are  considered  most  desireable.  There  is 
a  suspicion  that  both  doctors  and  celebrities  might  be  motivated  more  by  money  than  a 
desire  to  help  people. 

Implication.  Given  what  was  learned  in  the  focus  groups,  an  audiovisual  approach 
would  probably  be  best  in  trying  to  communicate  with  Hispanic/Latino  patients. 


A  kev  vehicle  for  reaching  Hispanic/Latino  patients  is  the  family.  Throughout  the  groups, 
both  those  with  men  and  with  women,  it  was  clear  that  family  and  close  friends  are  central 
to  the  world  of  the  Hispanic/Latino  cancer  patient.  Comments  indicated  that  particpants 
were  often  more  concerned  about  the  impact  of  their  disease  on  their  families  than  on 
what  was  happening  to  them.  Family  members  and  close  friends  play  a  critical  role  in 
treatment  decisions  and  providing  emotional  support. 

Implication.  Consideration  should  be  given  to  featuring  family  members  and 
friends  in  communications  efforts  directed  at  Hispanic/Latino  cancer  patients. 
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E.    RECOMMENDATIONS  FOR  NATIONAL,  REGIONAL,  OR  LOCAL 
ORGANIZATIONS  WORKING  WITH  HISPANIC/LATINO  CANCER  PATIENTS 


Described  below  are  some  program  planning  recommendations  that  national,  regional  or  local 
organizations  can  carry  out  on  either  a  collaborative  or  individual  basis.  (Note:  Given  the  major 
finding  from  this  study  that  the  commonalities  among  Hispanic/Latino  patients  tend  to  override 
differences  in  background  or  country  of  origin,  these  recommendations  may  be  applied  to 
Hispanic/Latino  cancer  patients  across  subgroups  and  are  particularly  appropriate  for  Spanish- 
speaking  patients  of  low  socioeconomic  status,  as  used  in  this  study.) 

■  Promote  Spanish-language  cancer  information  through  the  media:  National,  regional,  or 
local  campaigns  could  be  developed  to  promote  the  Spanish-language  service  of  NCI's 
Cancer  Information  Service.  In  cities  with  high  concentrations  of  Hispanics/Latinos,  this 
service  could  be  promoted  in  the  local  Spanish-language  media  through  public  service 
announcements  and/or  an  information  series  on  Spanish-language  radio  talk  shows  and/or 
in  Spanish-language  community  newspapers.  The  effort  could  also  include  promoting  the 
CIS  in  professional  health  publications  targeted  to  both  Hispanic/Latino  and  non- 
Hispanic/Latino  health  care  providers  who  work  with  Hispanic/Latino  cancer  patients  and 
are  in  a  position  to  recommend  the  service  to  their  patients. 

■  Create  and  distribute  Spanish-language  audiovisual  products  on  general  treatment  options 
and/or  social  support  for  Hispanic/Latino  cancer  patients.  As  part  of  these  materials,  it 
would  be  highly  effective  to  use  Hispanic/Latino  cancer  patients  to  give  testimonials. 
(Hispanic/Latino  celebrities  could  be  used,  but  only  if  they  or  someone  in  their  immediate 
families  have  had  cancer  and  can  share  their  first-hand  experiences.)  Messages  should  be 
presented  in  a  positive  way,  using  simple  and  neutral  Spanish.  To  ensure  their 
acceptability  by  all  Hispanic/Latino  groups,  materials  should  also  undergo  pretesting. 
Finished  materials  could  be  distributed  to  organizations  that  offer  support  services  to 
Hispanic/Latino  cancer  patients,  to  health  care  providers  and  health  care  facilities  that 
work  with  Hispanic/Latino  cancer  patients,  and  to  religious  and  community  groups. 

A  packet  of  audiovisual  materials  could  also  be  sent  to  the  Spanish-language  media.  This 
package  could  contain  the  scripts  of  the  materials,  photographs  and  interviews  with  the 
main  characters,  press  releases,  articles  and  editorials  about  the  materials,  background 
information  about  the  originating  organization,  and  other  pertinent  educational  materials. 
The  package  could  also  include  the  names  of  local  experts,  spokespersons,  or  resource 
people  whom  reporters  could  call  for  more  information  or  interviews. 

■  Include  family-oriented  sections  in  all  materials  geared  to  Hispanic/Latino  cancer  patients. 
Messages  and  materials  would  be  more  acceptable  to  a  Hispanic/Latino  audience  if  they 
had  a  family-oriented  approach,  rather  than  being  directed  to  cancer  patients  only.  Family 
and  friends  need  information  because  of  the  crucial  role  they  play  in  the  decisions  about 
treatment  and  care  that  Hispanic/Latino  cancer  patients  make.  Because  family  members 
are  also  the  main  source  of  care  and  emotional  support  for  patients,  they  need  to  receive 
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information  not  only  on  how  to  deal  with  cancer  patients  but  also  on  support  services 
available  for  caregivers. 

Develop  and  distribute  regional/local  directories  of  cancer  services  for  Hispanics/Latinos. 
Regional/local  organizations  could  develop  directories  of  organizations  and/or  services 
available  to  Spanish-speaking  Hispanic/Latino  cancer  patients.  These  directories  could 
provide  a  list  of  all  the  medical  services  and  social  supports  available  in  a  certain  area, 
highlighting  the  ones  that  are  offered  by  Hispanics/Latinos  in  Spanish  and  briefly 
explaining  each  service.  Each  directory  could  also  include  an  introductory  "how  to  use" 
section  encouraging  Hispanic/Latino  cancer  patients  to  be  more  proactive  in  taking 
advantage  of  available  services.  The  directory  should  be  specifically  targeted  to 
Hispanic/Latino  cancer  patients  and  easy  to  reproduce. 

Such  directories  could  be  distributed  to  health  care  providers  and  social  services  staff  who 
have  direct  contact  with  Hispanic/Latino  cancer  patients.  They  could  also  be  distributed 
to  local/regional  hospitals,  clinics,  Hispanic/Latino  organizations,  and  local 
Hispanic/Latino  community  leaders  to  be  passed  on  to  Hispanic  cancer  patients,  as  well  as 
their  family  members  and  close  friends.  An  example  of  such  a  directory  may  already  exist 
and  could  be  used  as  a  model. 

Develop  a  national  directory  of  Spanish-language  materials:  Organizations,  foundations, 
and/or  groups  that  produce  cancer-related  materials  for  Hispanics/Latinos  could 
collaborate  in  developing  a  national  directory  of  free  Spanish-language  publications.  Like 
the  cancer  services  directory  described  above,  this  directory  would  be  targeted  to 
Hispanic/Latino  cancer  patients  and  be  easy  to  reproduce.  It  could  include  a  brief 
description  of  each  material,  as  well  as  instructions  and  order  forms  for  obtaining  copies. 
The  directory  could  be  distributed  to  health  care  providers,  health  care  facilities,  and  social 
services  staff  who  work  directly  with  Hispanic/Latino  cancer  patients.  These 
intermediaries  could  then  give  the  directory  to  Hispanic/Latino  cancer  patients  and  their 
family  members  at  an  appropriate  time  following  diagnosis. 

Promote  the  availability  of  up-to-date  cancer  treatment  information  in  Spanish  via  the 
NCI's  Cancer  Information  Service,  CancerFax  and  PDQ  for  health  care  providers  who 
serve  Hispanics  in  community  settings  and  at  select  conferences. 

Target  Spanish-language  television  soap  operas.    Spanish-language  soap  opera  producers 
could  be  approached  with  the  idea  of  promoting  cancer-related  messages  in  the  scripts  of 
their  shows.  Information  and  statistics  showing  that  cancer  is  a  major  health  concern  in 
the  Hispanic/Latino  community,  along  with  information  from  the  current  study  showing 
that  Hispanics/Latinos  would  like  to  see  cancer-related  issues  addressed  in  soap  operas, 
could  be  used  in  an  effort  aimed  to  persuade  producers  to  address  these  topics. 

Utilize  posters/billboards:  Billboards  and/or  posters  dealing  with  cancer  treatment  issues 
could  be  produced  and  placed  in  strategic  places  such  as  Hispanic/Latino  businesses, 
public  transportation  vehicles  and  centers,  health  care  facilities,  day  care  centers,  WIC 
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programs,  social  services  offices,  churches,  community  centers,  public  libraries,  vocational 
as  well  as  ESL  and  night  schools,  and  other  places  frequented  by  Hispanics/Latinos. 

Prepare  exhibits:    Promote  key  cancer  treatment  messages  and  distribute  materials  by 
exhibiting  at  local  and/or  regional  Hispanic/Latino  meetings  and  conferences.  A  database 
of  major  Hispanic/Latino  meetings  nationwide  could  be  created  to  assist  organizations  in 
scheduling  and  planning  these  exhibits. 

Participate  in  health  fairs  and  special  events:  Local/regional  Hispanic/Latino  health  fairs, 
which  are  usually  sponsored  by  a  local  community  clinic  serving  the  Hispanic/Latino 
population,  could  also  be  used  as  a  channel  to  disseminate  cancer  treatment  and 
prevention  information.  User-friendly  databases  made  up  of  clinics  providing  care  for 
Hispanics/Latinos  in  areas  with  the  highest  Hispanic/Latino  populations  could  be 
developed.  These  databases  could  also  include  special  events  sponsored  by  the  clinics  on 
a  regular  basis. 
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IL  BACKGROUND  AND  METHOD 


Since  1992,  the  Office  of  Cancer  Communications'  (OCC)  Hispanic  Education  Program  has  been 
working  on  the  development  of  Spanish-language  and  bilingual  educational  materials  about 
cancer-related  issues  to  meet  the  increasing  needs  for  cancer  information  among  the  Hispanic 
population.  These  materials  have  been  written  in  easy-to-understand  Spanish  appropriate  for  all 
Hispanic  groups.  Due  to  recent  demographic  trends  in  the  Hispanic  population,  however,  OCC 
felt  that  a  qualitative  research  study  with  Hispanic/Latino  cancer  patients  as  receivers  of  health 
education  messages  was  necessary  to  help  determine  the  most  effective  ways  to  address  their 
particular  information  needs. 

Specifically,  the  purpose  of  this  study  was  to: 

■  Develop  an  in-depth  understanding  of  Hispanic/Latino  cancer  patients'  perceptions, 
attitudes,  and  health-related  behaviors  with  regard  to  cancer. 

■  Identify  commonalities  among  Hispanic/Latino  groups  (e.g.,  Mexican  Americans,  Puerto 
Ricans,  Cuban  Americans,  Central  Americans,  and  South  Americans)  upon  which  to  base 
effective  consumer-based  health  communication  strategies. 

■  Identify  sources  of  influence  and  information  within  the  communities  that  could  affect 
behavior  change. 


METHOD 

Four  focus  groups  were  conducted  in  February  and  March  1995  to  examine  the  health-related 
knowledge,  attitudes,  beliefs,  behaviors,  values,  activities,  and  aspirations  of  cancer  patients,  both 
in  general  and  specific  to  cancer.  Participants  were  Hispanic/Latino  cancer  patients  of  low 
socioeconomic  status,  and  thus  least  likely  to  be  reached  by  "mainstream"  or  regular  information 
or  educational  efforts. 


Sites:  Four  metropolitan  areas  with  high  concentrations  of  Hispanics/Latinos  of  various 
"nationalities"  were  selected  for  the  groups.  The  two  main  criteria  for  choosing  these  sites  were: 
(1)  geographic  or  regional  representation;  and  (2)  high  concentration  of  the  target  audience  - 
Hispanics/Latinos  of  low  socioeconomic  status.  These  areas  are  also  served  by  CIS  regional 
offices  and/or  National  Hispanic  Leadership  Initiative  on  Cancer  (NHLIC)  offices.  The  sites  are 
listed  below: 


Study  Site  CIS  Regional  Offices  NHLIC  Office  Representatives 

(COSSMHO  and  En  Accion) 

Washington,  D.C.  Region  5  (Baltimore,  MD)  Mr.  Falcon,  Washington,  D.C. 
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New  York  Region  2  (New  York,  NY)  Dr.  Marti,  Brooklyn,  NY 

San  Antonio  Region  14  (Houston,  TX)  Dr.  Ramirez,  San  Antonio,  TX 

Los  Angeles  Region  18  (Los  Angeles,  CA)  Dr.  Perez-Stable,  San  Francisco, 

CA/Dr.  Talavera,  San  Diego,  CA 


Ad  Hoc  Working  Group 

At  the  start  of  the  project,  an  Ad  Hoc  Working  Group  (WG)  was  created  with  representatives  of 
NHLIC,  CIS  outreach  coordinators  from  regions  where  the  focus  groups  were  to  be  held,  staff 
members  from  the  Information  Projects  Branch  (IPB),  other  representatives  from  the  Office  of 
Cancer  Communications  (OCC),  and  contractor  staff. 

WG  members  were  instrumental  in  providing  insight  into  the  research  design  and  implementation 
of  the  focus  groups.  Specifically,  the  WG  was  asked  to  review  the  Proposal  for  Hispanic/Latino 
Focus  Groups  as  well  as  the  draft  moderator's  guide.  They  also  reviewed  a  document  that 
summarized  secondary  data  identifying  gaps  in  the  knowledge  base  of  how  Hispanics/Latinos 
respond  to  health  issues,  and  other  relevant  reference  materials  including  a  background  paper  on 
consumer-based  health  communications  and  maps  of  the  study  sites  generated  by  Inforum,  a 
geodemographic  database. 


Recruitment:  Hispanics/Latinos  from  various  countries  of  origin  were  recruited  to  participate  in 
each  focus  group  session.  All  groups  were  divided  by  gender  to  avoid  inhibiting  participants  and 
to  gather  more  detailed  information  on  the  specific  roles  of  males  and  females  regarding  health 
care.  The  groups  held  in  New  York  and  Los  Angeles  consisted  entirely  of  men,  while  the  groups 
in  Washington,  D.C.,  and  San  Antonio  consisted  solely  of  women. 

Participants  were  recruited  to  be  fairly  homogeneous  in  terms  of  age,  language,  and  income.  All 
participants  were  between  45  and  65  years  old  and  spoke  primarily  Spanish  at  home.  To  achieve 
homogeneity  in  socioeconomic  status,  all  participants  had  an  annual  household  income  of  $25,000 
or  less.  (According  to  the  1990  U.S.  Census,  the  median  family  income  for  Hispanics/Latinos  was 
$25,064,  and  52  percent  of  the  Hispanic/Latinos  households  earned  less  than  $25,000  annually.) 

The  recruitment  of  cancer  patients  was  facilitated  by  community  resources  in  Washington,  San 
Antonio,  and  New  York.  For  example,  we  contacted  NHLIC  representatives,  CIS  outreach 
coordinators,  as  well  as  key  leaders  at  community  health  clinics  in  each  focus  group  region  and 
asked  them  for  assistance  in  recruiting  patients.  In  Los  Angeles,  a  local  Hispanic/Latino  research 
vendor  was  used  to  recruit  participants. 

OCC  provided  the  NHLIC,  CIS,  community  clinics'  representatives  and  vendor  with  a  Spanish- 
language  "Screening  Questionnaire"  for  recruitment  purposes.  The  questionnaire  had  verbatim 
language  for  the  specific  variables  that  were  to  be  taken  into  consideration  during  the  selection 
process.  (See  Appendix  A  for  copy  of  screener) 
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Topic  Guide:  Among  the  topics  included  on  the  moderator's  discussion  guide  were  participants' 
knowledge  and  beliefs  about  cancer  prior  to  and  following  diagnosis;  adequacy  of  information 
received  on  diagnosis  and  treatment;  awareness  and  use  of  community  resources  providing  cancer 
services  (e.g.,  support  groups,  800  lines);  use  of  Spanish-  and  English-language  media;  reactions 
to  segments  of  a  Spanish  video  on  mammography  and  breast  cancer  ("Una  vez  al  anc.Para  toda 
la  vida");  and  knowledge/awareness  of  clinical  trials.  (See  Appendix  B  for  copy  of  topic  guide) 

All  focus  groups  were  conducted  in  Spanish  by  a  bilingual/bicultural  Hispana/Latina  female 
moderator  and  a  bilingual/bicultural  Hispana/Latina  female  research  assistant.  CIS  outreach 
coordinators  and  representatives  of  the  NHLIC,  both  COSSMHO  and  En  Action,  were  invited  to 
observe  the  focus  group  sessions  in  their  respective  cities. 

Results  from  the  focus  groups  will  be  used  to  guide  the  development  and  implementation  of 
effective  strategies  and  tactics  for  communicating  with  Hispanic/Latino  cancer  patients  about 
cancer  treatment  and  care. 
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D.  DETAILED  ANALYSIS  OF  FINDINGS 


Detailed  findings  from  the  focus  groups  are  summarized  below.  Readers  are  reminded  that  focus 
groups  are  a  qualitative  research  technique  and  that  these  findings  are  not  generalizable  to  all 
Hispanic/Latino  cancer  patients.  The  purpose  and  main  value  of  qualitative  research  is  to  develop 
insights  into  the  attitudes,  perceptions  and  behavior  of  the  target  audience  which  can  then  be  used 
to  guide  communications  planning  and  further  research. 

Verbatims  are  interspersed  throughout  the  report  to  illustrate  and  support  the  findings  presented. 
Following  each  verbatim  are  codes  indicating  whether  the  respondent  was  a  male  (M)  or  female 
(F),  and  whether  he/she  was  from  San  Antonio  (SA),  Washington  (DC),  New  York  (NY),  or  Los 
Angeles  (LA). 


A.  Profile  of  Participants 

■  A  total  of  27  Hispanic/Latino  cancer  patients  participated  in  the  four  focus  groups 
sessions  --18  females  and  nine  males.  Thirteen  women  participated  in  the  session  in  San 
Antonio,  five  women  in  Washington,  D.C.,  four  men  in  New  York,  and  five  men  in  Los 
Angeles.  The  large  number  of  participants  in  San  Antonio,  compared  with  the  other  sites, 
did  nol  affect  the  discussion. 

■  The  vast  majority  of  focus  group  participants  were  born  in  their  native  countries  and  were 
native  Spanish  speakers.  They  came  from  the  following  Latin  American  countries: 
Mexico,  Puerto  Rico,  Cuba,  Dominican  Republic,  El  Salvador,  and  Nicaragua. 

■  Among  the  female  participants,  two  had  ovarian  and  cervical  cancer,  1 1  had  breast  cancer, 
one  had  stomach  cancer,  one  had  kidney  and  stomach  cancer,  one  had  thyroid  cancer,  one 
had  liver  cancer,  and  one  had  bone  cancer.  Among  the  male  participants,  three  had 
prostate  cancer,  two  had  esophagal  cancer,  one  colon  cancer,  one  throat  and  brain  cancer, 
and  two  had  bladder  cancer.  Surgery,  chemotherapy,  and  radiotherapy  were  among  the 
most  common  treatments  that  participants  went  or  are  going  through. 

■  The  majority  (16)  of  participants  said  that  they  think  both  Latino  and  Hispanic  are 
appropriate  terms;  10  participants  preferred  the  term  Latino,  and  one  participant  preferred 
the  term  Hispanic. 

■  The  majority  of  participants  cited  God  and  their  families  as  the  most  important  things  in 
their  lives. 


B.  Commonalities  Among  the  Various  Hispanic/Latino  Groups  Represented 

■  The  vast  majority  of  participants  perceive  themselves  as  part  of  a  larger  Hispanic/  Latino 

community  that  goes  beyond  specific  nationalities.  The  dynamics  among  focus  group 

18 


participants  was  extremely  positive  at  all  sites.  Regardless  of  differences  in  country  of 
origin,  all  focus  group  participants  felt  very  comfortable  with  each  other  and  with  the 
moderator  and  research  assistant.  Most  of  them  acknowledged  that  there  are  some 
differences  among  Latin  American  countries  and/or  regions,  but  agreed  that  there  are 
many  important  cultural  values,  beliefs,  lifestyles,  experiences,  and  personality  traits  that 
all  Hispanics/Latinos  share,  overriding  these  differences. 

Differences  in  country  of  origin  did  not  affect  the  dynamic  among  participants.  All 
participants  felt  very  comfortable  with  each  other.  Participants'  reactions  suggest  that  they 
have  a  strong  sense  of  community  and  that  peer  support  from  other  Spanish-speaking 
Hispanic/Latino  cancer  patients  is  very  important  for  them.  There  were  very  few 
noticeable  or  significant  differences  by  country  of  origin  or  nationality  among  the 
participants. 

Levels  of  acculturation  were  basically  the  same.  Members  of  the  San  Antonio  group  were 
among  the  most  acculturated  participants  because  many  were  born  in  the  United  States. 
They  did  not,  however,  differ  significantly  from  other  focus  group  participants  in  their 
usage  of  Spanish  at  home  or  in  cultural  values  and  traits. 


C.  Overall  Reactions  of  Participants  to  Focus  Group  Setting 

■  Nearly  all  participants  were  pleased  with  the  focus  group  setting.  They  were  very 
interested  in  the  discussion  and  the  points  of  views  of  others.  They  responded  to  each 
other  (not  only  to  the  moderator)  very  frequently  and  were  not  afraid  to  express 
contradictory  and  controversial  opinions. 

■  The  focus  group  session  was  described  as  a  channel  to  get  information  and  emotional 
support.  At  the  end  of  each  session,  participants  thanked  the  moderator  and  the  research 
assistant  for  giving  them  the  opportunity  to  talk  to  people  who  have  gone  through  the 
same  experiences  they  have  and  to  learn  from  each  other.  The  majority  expressed  a  sense 
of  relief  after  the  focus  group  session,  feeling  more  optimistic  about  their  disease  as  a 
result  of  talking  about  it.  They  also  thanked  the  moderator  and  research  assistant  for 
having  a  genuine  interest  in  listening  to  their  stories.  One  participant  described  the  focus 
group  session  by  saying,  "Esto  ha  sido  como  una  terapia"  ("This  has  been  like  a  therapy" 
F,DC). 

■  Participants  felt  empathy  toward  their  peers.  Participants  were  very  supportive  of  each 
other  during  the  groups.  Information,  advice,  and  emotional  support  were  offered  to 
those  participants  who  became  emotional  while  sharing  their  experiences  with  cancer. 

■  Peer  support  from  other  cancer  patients  is  important  for  open  discussion.  As  a  result  of 
the  peer  support  available  in  the  groups,  most  participants  were  very  sincere  and  candid  in 
sharing  intimate  feelings  and  stories  related  to  their  experiences  with  cancer.  Many  of 
them  noted  that  they  have  not  shared  their  full  stories  and  feelings  with  anyone  else. 
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Most  participants  prefer  to  share  their  personal  experiences  with  other  Spanish-speaking 
Hispanics/Latinos.  The  vast  majority  of  participants  were  appreciative  of  the  fact  that  the  . 
research  sponsor  sent  native  Spanish-speaking  Hispanics/Latinas  to  conduct  the  focus 
groups.  They  noted  that  when  it  comes  to  feelings  and  personal  experiences,  they  feel 
much  more  comfortable  talking  to  another  Hispanic/Latino  in  their  native  language.  Many 
added  that  only  a  Hispanic/Latino  would  fully  understand  their  feelings  and  concerns. 

A  strong  sense  of  community  was  evident  among  the  focus  group  participants.  The 
majority  of  participants  were  proud  of  participating  in  an  activity  that  would  help  the 
Hispanic/Latino  community.  They  noted  that  Hispanics/Latinos  need  to  stick  together  and 
do  whatever  they  can  for  "nuestra  gente"  ("our  people")  in  order  to  improve  the  living 
standard  of  all  Hispanic/Latino  groups  in  the  United  States. 


D.  Attitudes  and  Perceptions  About  Cancer  Diagnosis  and  Treatment 

■  Most  participants  did  not  get  regular  cancer  screening  tests  before  they  discovered  they 
had  cancer.  The  majority  found  out  they  had  cancer  because  they  had  symptoms  or  signs 
of  the  disease  that  prompted  them  to  go  to  the  doctor.  Very  few  were  diagnosed  through 
routine  cancer  screening  tests  such  as  Pap  tests  and  mammograms. 

■  Lack  of  information,  language,  and  structural  barriers  are  the  main  impediments  for 
regular  cancer  screening  tests.  Lack  of  knowledge  about  cancer  screening  tests,  health 
care  services  and  the  health  care  infrastructure,  as  well  as  lack  of  symptoms  or  signs  of 
disease,  and  lack  of  medical  insurance  or  money  were  cited  as  the  main  barriers  preventing 
participants  from  getting  cancer  screening  tests. 

■  Most  participants  learned  more  about  cancer  screening  tests  after  their  diagnosis  but  still 
think  these  tests  are  not  completely  reliable.  Many  participants,  particularly  women, 
started  with  regular  cancer  screening  tests  after  they  were  diagnosed.  They  commented, 
however,  that  their  own  (and  others')  experiences  have  taught  them  that  "Los 
mamogramas  no  son  cien  por  ciento  eficaces"  ("Mammograms  are  not  100  percent 
reliable"  F,SA).  Like  other  participants,  a  woman  who  had  screening  tests  that  did  not 
detect  her  cancer  asked,  "i,Por  que  el  mamograma  no  detecto  el  cancer  a  tiempo?"  ("Why 
didn't  the  mammogram  detect  cancer  in  its  early  stages"  F,SA). 

■  The  majority  of  the  participants  were  devastated  when  they  found  out  thev  had  cancer. 
The  majority  of  participants  took  their  diagnosis  as  a  personal  and  family  tragedy.   "Lo 
mas  importante  para  mi  es  haber  sobrevivido  la  tragedia"  ("The  most  important  thing  for 
me  is  that  I  have  survived  the  tragedy  [cancer]"  M,NY).  One  participant  described  the 
disease  as  "El  cancer  es  un  enemigo  silencioso"  ("Cancer  is  a  silent  enemy"  M,NY).  Most 
participants,  both  men  and  women,  talked  about  the  intense  sadness  and  sorrow  that  have 
been  caused  by  their  experience  with  cancer. 
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The  intense  sadness  and  lack  of  positive  attitudes  among  participants  reflect  the 
"fatalismo"  (fatalistic  point  of  viewl  that  is  common  in  the  Hispanic/Latino  culture.  Most 
participants,  particularly  women,  were  very  emotional  in  the  focus  group  sessions,  and 
many  cried  when  they  spoke  about  their  disease  and  how  it  is  affecting  them  and  their 
families. 

The  majority  noted  that  sometimes  they  think  that  they  will  never  recover  from  cancer  due 
to  the  physical  and  emotional  pain  it  has  produced.  "Tiene  que  llegar  a  las  puertas  del 
infierno  para  ver  que  es  eso"  ("You  have  to  get  to  the  doors  of  hell  to  know  what  this  is" 
M,LA).  One  participant  tried  to  commit  suicide  various  times  due  to  the  depression  that 
was  caused  by  her  cancer.  Many  indicated  that  they  pray  to  God  asking  that  other  people 
do  not  have  to  experience  what  they  have  been  through.  "Deseo  que  a  nadie  le  de  esta 
enfermedad"  ("I  wish  that  no  one  would  get  this  disease"  M,LA). 

A  few  participants,  particularly  men  and  people  from  the  Caribbean,  expressed  their 
sadness  in  the  groups  but  seemed  to  accept  the  disease  as  part  of  the  "plan  de  Dios  para 
nosotros"  ("God's  plan  for  us")and  tried  to  go  on  with  their  lives.  One  participant  said 
with  relief,  "Gracias  a  Dios  estoy  viva  para  seguir  adelante"  ("Thank  God  I  am  alive  and 
can  go  ahead  with  my  life,"  F,SA).  This  belief  reflects  the  attitude  of  "resignation" 
(acceptance),  which  is  closely  related  to  the  strong  religious  (Catholic)  values  that  are 
present  in  the  Hispanic/Latino  culture.  Some  participants  feel  a  lack  of  power  over  their 
disease  because  they  consider  it  part  of  their  fate;  therefore,  it  is  their  duty  to  accept  it 
without  questioning.  "Si  Dios  quiere  que  tenga  esta  enfermedad  yo  no  voy  a  renegar"  ("If 
God  wants  me  to  have  this  disease,  I  am  not  going  to  complain  about  it"  M,LA). 
However,  this  attitude  also  reflects  the  tendency  to  have  hope  and  display  a  positive  or 
even  humorous  attitude  toward  problems,  which  is  very  common  among 
Hispanics/Latinos.  One  participant  illustrated  this  by  saying,  "La  esperanza  muere  a  lo 
ultimo"  ("Hope  is  the  last  thing  that  dies"  M,LA). 

Most  participants  felt  fear  when  they  were  diagnosed.  Some  participants  said  they  were 
fearful  because  they  knew  that  the  treatments  for  cancer  have  serious  and  devastating  side 
effects.  Others  noted  that  they  were  afraid  of  dying  because  they  knew  cancer  was  not 
curable.  Other  participants,  however,  responded  that  they  should  not  be  fearful  of  death 
because  death  is  not  determined  by  diseases  but  by  God.  One  pointed  out  that  "Solo  Dios 
es  El  que  quita  la  vida"  ("Only  God  can  take  away  your  life"  F,SA). 

A  few  participants  did  not  want  to  accept  that  they  have  cancer.  A  number  of  men  and 
women  said  that,  regardless  of  their  diagnosis  and  treatment,  they  still  do  not  want  to 
believe  they  have  cancer.  Some  added  that  they  cannot  accept  their  disease  because  they 
do  not  want  to  die,  and  if  they  admit  they  are  very  sick,  they  might  die  faster.  These 
individuals  explained  that  a  person's  state  of  mind  affects  their  physical  health  and 
recovery  and  that  acknowledging  that  you  are  sick  can  make  you  lose  hope.  Others, 
however,  insisted  that  you  need  to  admit  you  have  a  disease  and  do  something  about  it  to 
fully  recover.  They  stressed  that  there  is  nothing  wrong  with  being  sick. 
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The  majority  of  participants  are  seriously  concerned  about  the  effects  that  their  cancer  is 
having  on  their  families.  Most  participants,  particularly  women,  indicated  that  they  are 
sometimes  more  concerned  about  how  their  cancer  is  affecting  the  emotional  and  physical 
well-being  of  their  families  than  how  it  is  affecting  them  as  individuals.  Many  are  terrified 
of  becoming  very  ill  or  of  dying  because  they  would  not  be  able  to  take  care  of  their 
families.  Others,  particularly  men,  are  worried  that  they  might  not  be  able  to  work  and 
support  their  families.  One  said  that  he  kept  his  job  because  he  needed  to  support  his 
family,  which  is  the  most  important  thing  for  him.  A  few  noted  that  they  fear  their 
children  could  also  get  cancer.  Most  are  grateful  for  surviving  and  being  able  to  take  care 
of  their  families.  "Gracias  a  Dios  y  Maria  Santisima  puedo  continuar  ayudando  a  mis  hijas 
y  nietos,  gracias  al  poder  de  Dios  les  seguire  ayudando"  ("Thanks  to  the  power  of  God 
and  the  Holy  Mary  I  am  able  to  keep  helping  my  daughters  and  grandchildren"  M,NY). 

A  few  participants  suspected  they  were  going  to  get  cancer.    Participants  who  used  to 
smoke,  mostly  men,  reported  that  they  thought  they  might  get  cancer  sooner  or  later. 
They  noted  that  they  knew  about  the  risk  of  getting  cancer  but  did  not  believe  it  would 
happen  to  them.  "Yo  estaba  consciente  pero  tambien  era  incredulo"  ("I  was  aware  [of  the 
risk],  but  I  did  not  believe  it  would  happen  to  me"  M,LA).  Some,  particularly  men,  said 
they  thought  they  were  strong  enough  to  smoke  without  it  affecting  them.  This  attitude 
reflects  the  "machismo"  among  some  Hispanic/Latino  men,  who  think  they  are  strong 
enough  to  avoid  diseases.  Most  of  these  individuals  quit  smoking  immediately  after  being 
diagnosed  with  cancer.  "El  cigarro  lo  deje  de  carambazo"  ("I  quit  smoking  cold  turkey" 
M,LA).  Nearly  all  added  that  they  now  realize  the  danger  in  smoking  and  have 
encouraged  family  members  and  friends  to  quit.  One  participant,  however,  admitted  that 
he  still  smokes.  "Yo  no  he  dejado  de  fumar  porque  no  le  he  hecho  la  lucha"  ("I  have  not 
quit  smoking  because  I  have  not  beaten  it  yet"  M,LA). 

Another  participant  who  worked  as  a  carpenter  noted  that  he  was  exposed  to  fumes  from 
glue  and  other  chemicals,  which  he  knew  could  place  him  at  risk  for  cancer.  Some 
participants  admitted  that  they  were  not  very  surprised  with  their  diagnosis  because  there 
had  been  many  cancer  cases  in  their  families. 

Family  support  is  crucial  in  treatment  decisions  for  the  vast  majority  of  participants. 
Nearly  all  participants  rely  on  family  members,  mostly  on  spouses  and  adult  daughters  and 
sons,  for  decisions  on  treatment  options.  Most  of  them  said  that  their  family  members 
helped  them  by  providing  transportation  to  treatment  facilities,  financial  resources  for 
payment,  and  emotional  support.  Some  participants  pointed  out  that  from  the  time  they 
were  diagnosed  with  cancer,  their  daughters  and  sons  accompanied  them  everywhere, 
never  letting  them  go  out  by  themselves.  A  few  participants  did  not  start  the  treatment 
promptly  or  did  not  comply  with  it  because  they  did  not  have  support  from  family 
members.  These  participants,  particularly  women,  indicated  that  lack  of  family  support 
was  sometimes  worse  than  the  disease  itself.  Some  participants  commented  that  families 
need  as  much  information  and  support  as  patients  because  when  the  patient  is  still  in  shock 
from  receiving  the  diagnosis,  they  are  the  ones  who  make  the  decisions  on  treatment 
options.  Many  added  that  family  members  are  usually  the  ones  who  communicate  with  the 
health  care  providers  on  behalf  of  the  patient. 
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Support  from  other  cancer  patients  has  also  played  a  role  in  the  decision-making  of  a  few 
participants.  A  few  female  participants  from  San  Antonio  who  go  to  a  support  group  for 
cancer  patients  said  they  have  taken  the  opinions  and  experiences  of  other  cancer  patients 
into  consideration  when  making  decisions  on  treatment  options.  They  noted  that  other 
patients  are  the  best  reference  for  information  on  treatment.  However,  it  was  also  stressed 
that  not  everyone  responds  to  treatment  in  the  same  way;  therefore,  it  is  worth  trying 
some  medications  or  treatments  even  if  they  have  not  been  good  for  other  people. 

Most  participants  started  following  their  doctors'  treatment  recommendations  shortly  after 
diagnosis.    In  general,  participants  did  what  their  doctors  recommended  without 
questioning  or  looking  for  second  opinions  or  alternative  information.  Some  expressed 
blind  faith  in  doctors  by  saying  that  they  are  the  only  ones  who  know  about  diseases.  One 
participant  put  it  this  way:  "Gracias  a  Dios  y  a  los  doctores  me  siento  bien"  ("Thanks  to 
God  and  the  doctors  I  feel  good  now"  M,LA).  Other  participants  explained  that  they 
abided  by  their  doctors'  instructions  because  doing  so  was  their  only  hope  for  survival, 
even  if  they  were  unsure  whether  their  doctors  knew  the  best  treatment.  This  attitude  of 
compliance  is  common  among  Hispanics/Latinos  with  low  socioeconomic  status  who 
show  more  respect  and  faith  in  members  of  the  community  whom  they  perceive  as  having 
more  knowledge  or  power.  In  many  instances,  this  attitude  prevents  them  from  taking  a 
proactive  approach  and  requesting  more  explanation  or  a  second  opinion.  . 

A  few  participants  believed  that  radiation  treatment  causes  cancer.  Two  participants 
rejected  treatment,  one  because  she  was  afraid  of  the  side  effects  and  the  other  because 
she  did  not  want  to  depend  on  others  or  be  a  burden  for  her  family. 

Many  participants  have  used  folk/home  remedies  ( teas  and  herbs')  as  a  complement  to 
their  medications  and/or  treatments.  The  vast  majority  of  participants  mentioned  a 
folk/natural  remedy  called  "una  de  gato,"  which  is  taken  from  a  plant  that  looks  like  the 
nails  of  a  cat.  The  leaves  of  the  "una  de  gato"  can  be  prepared  in  a  tea,  but  they  also  come 
in  pills  that  are  sold  in  "botanicas"  or  stores  that  sell  herbs  and  natural  remedies.  Some 
Mexican  participants  said  that  this  remedy  is  sold  at  pharmacies  in  Mexico.  Other 
home/folk  remedies  include  "vibora"  (snake),  "cartilago  de  tiburon"  (shark's  cartilage),  "te 
de  leciac"  (tea  of  leciac),  and  "aceite  de  pescado"  (fish  oil). 


E.  Health  Care  Providers  and  Community  Support  to  Cancer  Patients 

■  There  was  a  general  lack  of  trust  in  health  care  providers  evident  in  the  focus  groups. 

Over  half  of  the  participants  expressed  lack  of  trust  in  doctors  by  saying  that  many  times 
doctors  do  not  know  what  they  are  doing.  "El  cirujano  no  se  ocupa  mas  de  los  pacientes" 
("The  surgeon  does  not  take  care  of  patients  anymore"  M,NY).  Many  participants,  mostly 
women,  commented  that  they  had  noticed  early  symptoms  and/or  signs  of  cancer,  and 
doctors  had  misdiagnosed  them.  As  a  result,  they  had  had  to  go  many  times  and/or  to 
different  doctors  before  they  were  correctly  diagnosed.  "Si  le  duelen  diez  cosas  le  tienen 
que  revisar  diez  medicos"  ("If  you  have  pain  in  10  parts,  you  are  requested  to  be  examined 
by  10  doctors,"  M,NY).  Many  expressed  the  viewpoint  that  doctors  never  know  exactly 
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what  is  going  on  in  your  body  or  how  to  cure  patients  and  that  they  just  try  different 
treatments  and/or  medications.  A  substantial  number  of  participants  said  that  doctors  just 
want  to  make  money  and  do  not  really  care  about  patients.  "Si  no  paga  no  le  ponen  la 
inyeccion"  ("If  you  do  not  pay,  you  do  not  get  the  injection  [treatment]"  M,NY). 

Most  participants  reported  a  lack  of  sensitivity  and  humanity  on  the  part  of  health  care 
providers.  One  participant  said  that  "Los  hospitales  no  se  toman  la  molestia  de  ayudar  al 
paciente"  ("Hospitals  do  not  make  any  effort  to  help  patients"  M,  NY).  Most  participants 
received  their  diagnosis  from  their  doctors  but  resented  the  lack  of  involvement  and 
personal  touch  that  they  feel  should  be  common  among  these  professionals.  "Los  medicos 
no  se  ocupan  de  usted,  solamente  dicen  no  coma  picante,  poca  grasa  y  nada  mas" 
("Doctors  do  not  care  about  you;  they  just  say  do  not  eat  spicy  food,  little  fat,  and  nothing 
more"  M,  NY).  Some  said  that  health  care  providers  insinuated  or  told  them  that  they 
were  going  to  die  without  taking  into  consideration  their  feelings.  "Algunas  personas  son 
crueles  con  los  pacientes,  incluso  las  'norsas'"  ("Some  people  are  cruel  with  patients, 
including  the  nurses"  F,SA).  Most  of  them  noted  that  they  never  received  a  full 
explanation  of  the  treatment  that  they  were  going  through,  even  when  they  requested  it. 
Others  complained  that  doctors  are  not  available  when  they  need  them  the  most  or  keep 
referring  them  to  other  doctors  that  they  do  not  know.  Most  participants  feel  that 
Hispanic/Latino  doctors  provide  them  with  more  adequate  care  and  information;  however, 
it  is  difficult  to  find  these  doctors. 

A  few  participants  felt  "inferior"  and/or  "incomplete"  because  of  their  cancer.  Some 
cancer  patients  did  not  want  to  disclose  that  they  had  cancer  out  of  fear  of  being  rejected 
or  discriminated  against.  Some  participants,  particularly  women,  expressed 
embarrassment  for  having  cancer  because  people  might  think  that  they  are  not  able  to  take 
care  of  themselves  and  their  families.  "Me  daba  vergiienza  que  otras  personas  supieran 
que  tenia  cancer  y  tenia  miedo  al  rechazo"  ("I  felt  embarrassed  and  did  not  want  anyone  to 
know  that  I  had  cancer  because  I  was  afraid  of  rejection"  F,DC).  A  few  male  participants 
felt  that  they  are  not  as  strong  as  they  should  be  because  of  their  cancer.  This  point  of 
view  reflects  the  "machismo"  attitude  of  the  Hispanic/Latino  culture  that  makes  men 
believe  that  they  cannot  get  sick  because  they  need  to  be  strong  and  protect  their  families. 
Other  participants,  particularly  persons  from  the  Caribbean,  responded  that  there  is 
nothing  wrong  or  shameful  about  having  a  disease  and  that  people  who  reject  others  for 
this  reason  are  wrong  and  ignorant. 

Some  participants  have  experienced  rejection  because  of  their  disease.  A  number  of 
participants,  particularly  women,  said  that  some  people  in  their  communities  have  rejected 
them  because  they  think  that  cancer  is  contagious.  A  few  added  that  people  thought  they 
had  ADDS  and  did  not  believe  they  had  cancer.  A  woman  who  had  experienced  severe 
weight  loss  due  to  her  cancer  noted  that  "Hay  incomprension  de  otras  personas  y  nos 
rechazan  y  dicen  que  tenemos  SID  A"  ("There  is  a  lack  of  understanding,  and  people  reject 
us  and  say  that  we  have  AIDS"  F,DC).  One  participant  lost  her  apartment  because  the 
landlord  thought  it  (cancer)  was  contagious. 
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Some  women  noted  that  they  have  been  rejected  by  their  husbands  or  partners  for  having 
cancer.  One  woman  commented  that  her  husband  left  her  immediately  after  the  diagnosis. 
Another  woman  added  that  her  husband  does  not  believe  she  has  cancer  and  thinks  she  is 
going  out  with  other  men  when  she  goes  to  the  clinic.  "El  [su  esposo]  cree  que  no  tengo 
nada,  que  me  estoy  haciendo"  ("He  thinks  that  I  have  nothing,  that  I  am  pretending" 
F.SA). 

A  few  men  said  they  feel  different  for  having  "una  enfermedad  incurable"  (an  "incurable 
disease")  and  rejected  because  people  might  think  they  are  not  strong  or  they  are  "menos 
hombre"  ("less  of  a  man,"  M,LA).  This  feeling  also  reflects  the  "machismo"  mentality  that 
prevents  some  men  from  showing  any  sign  of  weakness  because  they  feel  they  need  to  be 
perfect. 


F.  Information  on  Cancer  Before  and  After  Diagnosis 

■  The  vast  majority  of  participants  did  not  know  very  much  about  cancer  when  they  were 
diagnosed.  Most  said  that  they  knew  nothing  about  cancer  before  being  diagnosed.  One 
participant  noted  that  "Cuando  no  tenemos  la  enfermedad  no  nos  preocupamos"  ("When 
we  do  not  have  the  disease,  we  do  not  care  [about  information]"  F,DC).  Many  noted  that 
they  thought  cancer  was  an  incurable,  devastating  disease.  "El  cancer  no  da  dolor,  cuando 
da  dolor  es  para  matar"  ("Cancer  does  not  cause  pain,  when  it  causes  pain,  it  kills" 
M.NY). 

■  Many  participants  are  still  confused  about  cancer-related  issues.  They  explained  that  they 
have  never  gotten  a  full  explanation  about  the  disease  and  treatment  options. 

■  The  vast  majority  of  participants  did  not  receive  any  written  or  audiovisual  information  on 
cancer  and  its  treatment  after  being  diagnosed.  None  of  the  participants  received  written 
information  in  Spanish  when  they  were  first  diagnosed  with  cancer.  Very  few  (two) 
received  some  written  information  in  English  but  could  not  use  it  due  to  their  limited 
knowledge  of  the  English-language.  None  of  the  participants  received  audiovisual 
information  about  cancer. 

■  Most  information  about  cancer  is  given  orally  hv  doctors  and  nurses.  The  majority  of  the 
participants  learned  about  their  cancer  and  treatment  options  through  conversations  with 
doctors  and  nurses. 

■  The  majority  of  participants  rely  on  family  members  to  communicate  with  health  care 
providers.  Most  participants  reported  having  serious  difficulties  in  communicating  with 
health  care  providers  because  they  do  not  understand  English.  They  noted  that  this 
situation  makes  the  decision  process  about  treatment  options  very  difficult  and  confusing, 
both  for  them  and  their  families.  A  few  participants  who  use  interpreters  to  communicate 
with  health  care  providers  occasionally  run  into  problems  when  the  information  received 
by  family  members  differs  from  that  received  by  the  interpreter. 
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G.  Knowledge  and  Access  to  Information  Sources  After  Diagnosis 

■  Lack  of  knowledge  of  the  English-language  prevents  the  majority  of  participants  from 
getting  information  about  cancer.  Many  reported  having  serious  communication  problems 
with  their  health  care  providers  because  of  language  barriers.  Most  added  that  this 
situation  makes  them  feel  isolated  and  confused  because  they  see  that  all  the  information 
available  is  in  English,  and  they  cannot  understand  it. 

■  Most  participants  perceive  that  there  is  a  lack  of  cancer-related  information  in  Spanish. 
The  vast  majority  of  them  do  not  know  about  cancer  information  materials  and/or  services 
in  Spanish.  They  indicated  that  they  would  do  whatever  it  takes  to  find  information  if  they 
knew  they  would  get  it  in  Spanish.  However,  they  do  not  know  where  to  find  it. 

■  The  majority  of  the  participants  would  use  a  Spanish-language  toll-free  number  to  seek 
cancer  information.  Most,  both  women  and  men,  said  that  they  would  like  this  service 
because  they  can  remain  anonymous;  that  way,  they  will  not  feel  embarrassed  or  afraid  of 
asking  all  kinds  of  questions.  They  also  like  the  idea  of  calling  from  their  homes  at  a  time 
that  is  convenient  for  them.  Many  said  this  would  be  a  helpful  way  of  obtaining  treatment 
information  and  finding  out  about  support  groups  where  they  can  interact  with  other 
Hispanic/Latino  cancer  patients.  The  majority  stressed  that  this  type  of  service  must  have 
native  Spanish-speaking  staff  who  are  trained  in  cancer  and  counseling  services. 

■  Very  few  participants  looked  for  more  information  on  their  own.  One  looked  for  more 
information  in  books  and  magazines.  Several  sought  information  from  the  American 
Cancer  Society. 

■  Many  participants  reported  getting  cancer  information  from  the  media,  especially  the 
broadcast  media.  Participants  mentioned  Spanish-language  radio  talk  shows  and  television 
news  casts  and  shows  as  sources  for  cancer  information.  A  few  stated  that  Spanish- 
language  newspapers  and  magazines  also  provide  cancer  information. 

■  A  few  participants  have  sought  information  directly  from  the  American  Cancer  Society 
(ACSY  One  participant  knew  about  the  ACS  through  articles  in  the  Spanish-language 
media.  Other  female  participants  in  the  San  Antonio  area  were  referred  to  the 
organization  by  social  workers  at  their  clinic.  ACS  provided  them  with  information  about 
support  groups  in  Spanish,  as  well  as  the  program  "Look  Better  Feel  Better"  which 
provides  gift  certificates  to  go  to  local  beauty  parlors.  Only  one  woman  said  she  plans  to 
take  advantage  of  this  program  in  the  future. 

■  The  vast  majority  of  participants  would  like  to  receive  Spanish-language  audiovisual  and 
written  information  on  cancer  and  its  treatment.  Many  said  that  the  best  time  to  receive 
this  information  would  be  right  after  being  diagnosed  because  it  would  help  in  making 
decisions  about  treatment.  Many  noted  that  this  information  is  desperately  needed 
because  doctors  do  not  have  enough  time  to  talk  to  patients  and  explain  treatments. 
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■  The  vast  majority  of  participants  believe  that  Spanish-language  cancer-related  information 
should  be  given  both  to  the  patient  and  his  or  her  family.  Because  family  members  not 
only  provide  help  and  emotional  support  to  the  patient  but  also  suffer  along  with  them, 
family  members  should  also  receive  information  and  support,  including  how  to  deal  with  a 
cancer  patient.  It  was  explained  that  some  family  members  cannot  provide  adequate  help 
and  support  because  they  are  not  aware  of  the  seriousness  of  the  disease,  the  side  effects 
of  some  treatments,  and  how  all  this  contributes  to  the  physical  and  mental  health  of  the 
patient. 

■  None  of  the  participants  knew  about  a  Government  agency  that  provides  information 
about  cancer.  Most  of  them  said  that  they  would  trust  the  Government  if  the  information 
came  from  a  Government  medical  or  health  agency. 

■  The  majority  of  participants  would  like  to  receive  information  from  a  Government  agency 
because  they  know  the  government  would  not  try  to  sell  them  anything.  A  few,  however, 
noted  that  they  do  not  trust  a  Government  agency  for  cancer  information  because  "solo 
los  doctores  saben"  ("Doctors  are  the  only  ones  who  know"  M,LA).  Some  expressed  the 
viewpoint  that  they  do  not  trust  politicians  or  the  political  aspect  of  the  Government.  "El 
gobierno,  los  senadores  y  legisladores  tienen  seguro  pagado  y  no  les  importa  como  viven 
los  demas"  ("The  government,  the  senators,  and  representatives  have  their  medical 
insurance  paid,  and  they  do  not  care  how  other  persons  live"  M,  NY).  Others,  however, 
said  they  would  trust  a  Government  agency  that  deals  only  with  medical  issues. 

H.  Knowledge  and  Access  to  Community  Organizations  and  Groups 

■  The  majority  of  participants  were  not  familiar  with  organizations  or  groups  that  Provide 
health  information  to  the  Hispanic/Latino  community.  Very  few  mentioned  the  American 
Cancer  Society  and  the  American  Red  Cross  as  sources  of  information  and  support. 

■  As  a  whole,  participants  are  not  involved  in  community  organizations  or  groups.  Only  a 
few  mentioned  that  they  use  some  of  the  services  provided  by  the  American  Cancer 
Society.  The  rest  do  not  know  about  services  offered  by  community  organizations. 

■  Lack  of  outreach  in  the  Hispanic/Latino  community  as  well  as  lack  of  programs  targeted 
specifically  to  Hispanics/Latinos  prevent  participants  from  seeking  services  from 
community  organizations.  Most  mentioned  that  they  would  utilize  these  organizations  if 
they  knew  about  them.  Others  said  they  would  not  be  attracted  to  community 
organizations  unless  they  had  programs  in  Spanish  that  were  directed  to 
Hispanics/Latinos. 

■  Only  one  participant  knew  about  the  CIS  Spanish-language  toll-free  number.  This 
individual  learned  about  the  CIS  through  a  Spanish-language  brochure  that  she  picked  up 
at  a  community  clinic.  She  called  and  was  pleased  with  the  information  provided  by  the 
Spanish-speaking  cancer  information  specialist;  however,  she  never  received  the 
information  that  she  requested. 
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I.  Role  of  Churches  and  Religious  Groups  in  Cancer-Related  Issues 

■  The  vast  majority  of  participants  indicated  that  their  faith  in  God  helped  them  to  survive 
cancer.  "La  fe  mueve  montafias"  ("Faith  [in  God]  can  move  mountains"  M,LA)  was  one 
of  the  expressions  used  to  explain  how  they  were  able  to  cope  with  cancer.  Nearly  all 
participants  exhibited  strong  religious  values  in  their  comments.  One  stressed  that  "Dios 
esta  en  todo  lugar,  Dios  es  El  que  cura  y  salva"  ("God  is  everywhere,  God  is  the  One  who 
can  cure  and  save  you"  M,  NY).    Others  added  that  everything  is  God's  wish,  and  we 
need  to  accept  whatever  He  or  She  sends  us.  These  comments  also  reflect  the  high  level 
of  "resignation"  (acceptance)  that  is  present  among  Hispanics/Latinos,  who  feel  powerless 
and  subject  to  their  fate.  "Cuando  Dios  me  quiera,  Dios  me  recoge"  ("God  will  look  for 
me  whenever  He  or  She  wants  me"  F,SA).  This  attitude  may  serve  to  prevent  many 
Hispanics/Latinos  from  taking  a  proactive  approach  in  their  relationship  with  health  care 
providers. 

■  While  the  vast  majority  of  participants  are  Catholic,  not  all  are  actively  involved  with  the 
church.  Most  participants  said  that  they  go  to  church  on  Sundays  but  are  not  active  in  a 
religious  group  or  organization.  Women  reported  being  more  active  in  church  activities 
than  men.  One  man  noted  that  he  gives  testimonies  about  his  cancer  in  the  church  and 
volunteers  to  help  anyone  who  has  cancer  or  the  families  of  cancer  patients. 

■  Not  many  participants  are  receiving  support  from  religious  leaders.  One  participant  noted 
that  her  church  is  providing  her  with  transportation  for  her  doctors'  appointments  and 
giving  her  food.  Several  others  mentioned  that  priests  visit  hospitals  with  cancer  patients 
and  provide  them  with  emotional  support.   "Padres  van  a  los  hospitales  y  dan  valor  y 
orientan"  ("Priests  go  to  hospitals  and  they  give  you  courage  and  orientations"  M,NY). 
One  participant  said  that  the  priest  defended  her  in  front  of  the  whole  parish,  confronting 
the  people  who  rejected  her  because  they  thought  she  had  AIDS,  not  cancer.  One  female 
participant  is  getting  support  from  a  nun. 

On  the  negative  side,  one  male  participant  called  a  priest  but  he  never  answered,  and 
another  was  rejected  by  a  priest  because  he  was  not  married  by  the  Catholic  church. 
Another  male  participant  reported  that  he  got  scared  when  a  priest  gave  him  his  blessing  at 
the  hospital  because  he  thought  he  was  going  to  die.  The  relative  lack  of  trust  in  priests 
was  expressed  by  a  few  participants,  mostly  men,  with  the  following  phrases:  "Creo  en 
Dios,  el  cura  es  igual  que  todos  nosotros,  el  cura  no  es  Dios"  ("I  believe  in  God,  but  the 
priest  is  the  same  as  us,  he  is  not  God"  M,  NY);  "Cura  en  la  iglesia,  en  la  calle  un  hombre" 
("A  priest  in  the  church;  in  the  streets,  he  is  a  man"  M,  NY). 


J.  Social  Supports  for  Cancer  Patients 

■  Family  members  were  cited  as  the  main  source  of  support  for  the  vast  majority  of 

participants.  Most  said  that,  after  God,  their  families  (mostly  spouses  and  daughters  and 
sons)  were  the  ones  who  helped  them  to  survive  cancer.  Most  of  the  men  mentioned  their 
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their  wives  as  their  main  source  of  help  and  emotional  support.  "La  persona  mas  leal  es  mi 
esposa,  ella  es  mi  muleta"  ("The  most  loyal  person  is  my  wife;  she  is  my  support"  M,NY). 
Family  members  not  only  provide  patients  with  emotional  support  but  also  take  them  to 
doctors'  appointments  and  treatment  centers,  and  serve  as  interpreters  and  translators. 
Many  participants  noted  that  they  were  able  to  accept  their  cancer  and  go  on  with  their 
treatment  because  of  the  support  they  receive  from  their  children.  "No  me  agiiite  porque 
mis  hijos  me  dieron  animo"  ("I  did  not  fall  apart  because  my  children  gave  me  support" 
M,LA).  The  bond  among  most  Hispanic/Latino  families  is  so  strong  that  the  disease  of 
one  family  member  becomes  everyone's  disease.  Adult  Hispanic/Latino  daughters  and 
sons  feel  they  have  the  responsibility  of  taking  care  of  their  sick  parents  and/or  brothers 
and  sisters  even  when  they  are  married  and  have  families  of  their  own. 

A  few  participants,  who  do  not  have  their  families  in  the  United  States,  get  support  from 
close  friends.  Several  participants  noted  that  close  friends,  mostly  other  Hispanics/ 
Latinos,  have  been  a  source  of  help  and  emotional  support  to  them.  These  individuals 
explained  that  they  cannot  count  on  their  families  because  they  are  living  in  their  native 
countries.  Some  added  that  they  do  not  want  to  tell  their  families  all  the  details  of  their 
cancer  because  they  do  not  want  them  to  suffer. 

The  vast  majority  of  participants  noted  that  there  is  no  current  mechanism  in  place  to 
provide  Hispanic/Latino  cancer  patients  with  information  on  the  support  services  available 
to  them.  Most  participants  complained  that  health  care  providers  do  not  provide  them 
with  any  help.  Many  expressed  the  point  of  view  that  health  care  providers  should  make 
an  effort  to  provide  them  with  information  or  at  least  refer  them  to  the  appropriate  places 
where  they  can  get  services.  "El  hospital  debe  ocuparse  de  esas  cosas,  no  hay  nada 
coordinado"  ("The  hospital  should  take  care  of  these  services,  but  there  is  no  coordination 
[of  services]"  M,NY). 

The  majority  of  participants  knew  about  support  groups  but  do  not  participate  because 
they  are  not  available  in  Spanish.  Participants  indicated  that  they  would  love  to  participate 
in  a  Spanish-language  support  group  because  talking  to  other  people  who  have  survived 
cancer  would  break  the  isolation  they  feel.  "Las  personas  cuando  tienen  la  enfermedad 
dan  consejos  a  otros  para  prevenir"  ("When  people  have  the  disease,  they  can  give  advice 
to  others"  F,DC).  Many  added  that  they  can  express  and  hear  optimistic  and  positive 
attitudes  in  a  support  group.  "Oir  a  otras  personas  hablar  de  sus  problemas  [con  el 
cancer]  conforta  a  otros"  ("Listening  to  how  people  talk  about  their  problems  [with 
cancer]  can  provide  support  for  others"  F,  DC).  Some  female  participants  in  San  Antonio 
who  are  currently  participating  in  Spanish-language  support  groups  noted  that  these 
groups  have  helped  them  to  survive  and  gain  strength  from  people  going  through  the  same 
experiences.  They  consider  peer  support  to  be  as  important  as  family  support  in  cancer 
cases. 

Some  individuals  said  that  support  groups  should  be  available  for  both  cancer  patients  and 
their  family  members  because  everyone  is  affected  by  the  disease  and  goes  through 
treatment  together.  One  person  noted  that  through  a  support  group  "la  familia  aprende  a 
valorar  al  enfermo"  ("family  members  will  learn  to  value  the  sick  [person  with  cancer] 
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F,DC).  Another  individual  said  that  family  members  should  go  because  "como  el  cancer 
corre  en  la  familia,  los  familiares  tambien  pueden  tenerlo"  ("Since  cancer  runs  in  the 
family,  family  members  might  also  get  it"  M,LA). 

On  the  other  hand,  it  was  pointed  out  that  some  cancer  patients  do  not  want  to  receive  any 
support  or  help  because  they  do  not  want  to  talk  about  their  disease.  "A  la  gente  no  le 
gusta  hablar  del  cancer"  ("Some  people  do  not  like  to  talk  about  cancer"  M,NY).  A  few 
women  who  are  participating  in  support  groups  in  San  Antonio  said  that  they  have  invited 
other  cancer  patients  to  come,  but  these  individuals  did  not  want  to  participate.  "  Algunas 
personas  no  quieren  asistir  a  los  grupos  de  apoyo;  ellos  tienen  miedo  y  vergtienza"  ("Some 
people  do  not  want  to  go  to  support  groups;  they  feel  afraid  and  embarrassed"  F,SA). 

The  majority  of  participants  expressed  a  strong  interest  in  communicating  with,  and 
helping  other  Hispanics/Latinos  cancer  patients.  Many  noted  that  they  feel  it  is  their 
responsibility  to  help  others  and  provide  them  with  the  information  that  they  did  not  get 
when  they  were  diagnosed. 

Several  participants  were  receiving  help  from  social  workers.  These  individuals  explained 
that  they  had  been  referred  to  social  workers  by  the  staff  at  the  hospital  or  clinic  where 
they  were  receiving  treatment.  Some  social  workers  in  San  Antonio  referred  participants 
to  the  American  Cancer  Society  for  information  and/or  services.  A  few  participants  had 
contacted  the  American  Cancer  Society  to  ask  about  support  groups  in  Spanish  in  the  San 
Antonio  area. 

Professional  counseling  services  are  rarely  utilized.    A  few  women,  who  had  sought 
counseling  services  for  the  depression  caused  by  their  cancer,  described  counseling  as  an 
excellent  way  to  cope  with  the  disease  and  treatment.  One  of  them  said  that  the 
counseling  had  helped  her  to  survive  after  various  suicide  attempts.  One  man  indicated 
that  he  has  been  very  depressed  since  he  received  his  diagnosis  and  wanted  to  get 
professional  counseling  services.  However,  because  those  services  were  not  available  in 
Spanish,  and  because  he  was  also  an  alcoholic,  he  ended  up  getting  help  from  Alcoholics 
Anonymous. 

While  many  participants,  particularly  women,  would  like  to  receive  professional 
counseling  services,  others  noted  that  they  have  never  had  the  need  for  counseling  because 
their  families  have  provided  all  the  support  they  needed.  Some  participants,  particularly 
those  from  the  Caribbean,  showed  a  more  positive  and  sometimes  humorous  attitude 
toward  their  disease,  indicating  that  they  had  to  accept  their  cancer  and  go  on  with  their 
lives  as  best  as  they  could.  Some,  particularly  men,  added  that  they  could  not  afford  to 
get  depressed  because  they  needed  to  help  their  children  and  grandchildren. 


K.  Media  Usage  and  Preference 

■  Nearly  all  participants  showed  a  preference  for  Spanish-language  media,  saying  that  this 

media  keeps  them  connected  with  their  native  countries  and  other  Hispanic/Latino  groups 
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in  the  United  States.  This  reaction  was  similar  among  participants  who  also  spoke 
English. 

Spanish-language  television  was  cited  by  the  majority  of  participants  as  their  favorite 
media  channel.  Newscasts,  soap  operas  (such  as  "Mari  Mar,"  in  Univision,  "Cafe  con 
aroma  de  mujer,"  in  Telemundo),  talk  shows  (such  as  "Cristina,"  in  Univision,  and 
"Zevsec,"  in  Telemundo),  news  magazine  shows  (such  as  "Ocurrio  Asi,"  in  Telemundo, 
and  "Primer  Impacto,"  in  Univision),  variety  shows  (such  as  "Sabado  Gigante,"  in 
Univision),  and  health-related  shows  (such  as  "A  su  Salud  en  Action,"  Univision,  in  San 
Antonio)  were  mentioned  as  their  favorite  shows. 

Spanish-language  programming  produced  in  Latin  American  countries  other  than 
participants'  own  is  acceptable  to  participants.  The  majority  of  participants  said  that  they 
find  these  shows  interesting  because  they  learn  about  other  Latin  American  countries.  At 
the  same  time,  some  complained  that  most  of  the  shows  are  produced  in  Mexico  and  that 
the  Mexican  culture  dominates  the  Spanish-language  networks  without  presenting  other 
Latin  American  points  of  view.  Some  said  that  Spanish-language  networks  seem  to  forget 
that  not  all  their  audience  is  Mexican  and  that  they,  should  be  providing  more  balance  in 
their  programming. 

Spanish-language  radio  talk  shows  focused  on  health  are  very  popular  among  participants. 
Most  participants  like  these  shows  because  they  feel  they  are  educational.    The  show 
hosts  tend  to  be  regarded  highly  because  they  are  Hispanics/Latinos  who  know  their 
culture  and  their  roots  and  who  also  speak  Spanish.  "La  sangre  llama...  nos  gustan  las 
personas  que  son  como  nosotros"  ("Blood  make  us  call  each  other,  we  are  attracted  to 
people  who  are  similar  to  us  [in  terms  of  a  common  Hispanic/Latino  culture]"  F,DC). 
Patients  describe  them  as  very  knowledgeable,  wise,  and  with  a  real  commitment  to  help 
and  give  advice  to  the  Hispanic/Latino  community.    Some  participants,  mostly  from 
Washington,  DC,  and  New  York,  noted  that  these  radio  hosts  often  use  a  wide  variety  of 
community  channels  to  get  messages  to  the  Hispanic/Latino  community.  While  the 
majority  of  patients  were  very  positive  about  radio  talk  show  hosts,  a  few  participants  said 
these  hosts  just  want  to  sell  products  or  gain  fame  for  their  own  personal  financial  interest. 
"Todos  [los  medicos]  venden  medicinas  en  sus  programas"  ("All  of  them  [the  doctors]  sell 
medications  in  their  shows"  M,NY). 

Participants  in  New  York  like  the  following  radio  talk  show  personalities:  Dr.  Sanchez 
(Radio  WADO),  Dr.  Mafion,  Dr.  Garcia  (Radio  WADO  at  7:00  pm),  Malin  Falu  (Radio 
WADO  at  10:00  am),  Dr.  Sanguili  (Radio  WADO  in  the  evenings),  and  Dr.  Rico  Perez 
(Radio  WADO  at  12:00  pm).  They  also  mentioned  that  WKAQ  in  New  York  broadcasts 
many  interviews  with  doctors  and  news  stories  on  health-related  issues.  Participants  in 
Washington,  DC,  universally  liked  the  radio  show  of  Dr.  Elmer  Huerta  in  "Radio 
Borinquen."  Participants  in  Los  Angeles  mentioned  Radio  1540  and  "La  Mexicana"  as 
their  favorite  radio  stations  for  news  and  music.  Participants  in  San  Antonio  talked  about 
"Radio  Festival"  and  "Radio  KCOR"  as  good  sources  of  health-related  information. 
(Some,  however,  also  complainted  about  KCOR,  saying  that  "solo  son  brujos  los  que 
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hablan"  ["Only  witch  doctors  are  the  ones  who  talk  there"]  F,SA).  One  participant 
mentioned  the  English-language  radio  station  WDI  as  a  source  of  health  information. 

During  the  discussion  on  health-related  radio  talk  shows,  it  was  pointed  out  that  some  of 
these  shows  also  provide  information  on  alternative,  natural,  and  folk  remedies  that  can  be 
used  to  complement  mainstream  medical  treatments  for  cancer. 

Some  participants  read  Spanish-language  community  newspapers,  mostly  weeklies,  on  a 
regular  basis.  The  print  media  of  preference  are  the  free  community  newspapers  that 
participants  use  to  find  out  about  local  news  and  activities.  Participants  in  Washington, 
DC,  mentioned  "El  Pregonero,"  "El  Latino,"  "La  Nation,"  and  "Las  Americas"  as  their 
favorite  newspapers.  Participants  in  Los  Angeles  mentioned  "La  Opinion"  and 
participants  in  San  Antonio  mentioned  "La  Prensa." 

A  few  participants,  mostly  women,  read  Spanish-language  magazines  on  a  regular  basis. 
"BuenHogar,"  "Vanidades,"  "Cosmopolitan,"  "Selecciones  del  Readers'  Digest,"  "TV  y 
Novelas,"  and  "Cristina"  were  mentioned  as  their  favorite  magazines. 

Only  a  few  participants  use  English-language  media  on  a  regular  basis.  On  television,  they 
like  the  prime  time  movies,  documentaries  about  animals,  game  shows,  and  news.  One 
participant  reads  the  Washington  Post  and  People  magazine  on  a  regular  basis.  Another 
participant  watches  Good  Morning  America  regularly.  One  participant  likes  Journal 
Health  and  U.S.  News.  In  San  Antonio,  a  few  participants  read  the  newspapers  Express 
News  and  77?*?  Sun. 


L.  Cancer-Related  Materials  and  Messages 

■  The  vast  majority  of  participants  said  that  Spanish-language  videos  are  the  most  effective 
way  to  present  health-related  messages  to  the  Hispanic/Latino  community.  Videos  are 
considered  practical  because  they  can  be  used  by  everyone,  even  people  who  cannot  read 
or  have  low  literacy  skills.  A  few  individuals  pointed  out  that  videos  take  advantage  of  the 
"story  telling"  tradition  of  the  Hispanic/Latino  culture.  The  importance  of  television  was 
illustrated  by  one  participant  who  said,  "Por  la  vista  entra  todo"  ("Everything  enters 
through  the  sight"  F,DC).  Others  commented  that  written  information  can  never  reach 
everyone  because  many  people  do  not  like  to  read;  everyone,  however,  loves  to  watch 
videos. 

■  Spanish-language  television  channels  and  community  clinics  were  mentioned  as  the  best 
places  to  show  a  video  about  cancer.  Participants  in  Washington,  DC,  mentioned  "Clinica 
del  Pueblo,"  and  participants  in  San  Antonio  cited  "Clinica  del  Barrio"  as  good  places  for 
disseminating  cancer-related  videos. 
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Some  participants  felt  that  soap  operas,  news  magazines,  and  talk  shows  would  be  the  best 
way  of  disseminating  cancer  information  in  the  Hispanic/Latino  community.  They 
mentioned  the  talk  shows  "Cristina"  (Univision),  "Zevsec"  (Telemundo),  the  news 
magazines  "Ocurrio  Asi"  (Telemundo),  and  "Primer  Impacto"  (Univision),  the  soap  operas 
"Mari  Mar"  (Univision)  and  "Cafe  con  Aroma  de  Mujer  (Telemundo). 

Both  health  care  providers  and  Hispanics/Latinos  with  cancer  were  cited  as  the  most 
reliable  sources  and  potential  spokespersons  for  cancer  information.  The  majority  of 
participants  noted  that  the  best  spokesperson  for  scientific  information  would  be  a 
Hispanic/Latino  doctor  who  could  speak  perfect  Spanish.  Some  participants,  however, 
thought  that  doctors  would  only  serve  as  a  spokesperson  for  money  and  not  out  of  interest 
for  their  patients.  Most  agreed  that  the  most  effective  spokesperson  for  a  message  on 
cancer  would  be  a  Hispanic/Latino  cancer  survivor  who  could  present  a  positive  attitude 
in  his  or  her  testimonial.  They  felt  very  strongly  that  only  another  Hispanic/Latino  with 
cancer  would  know  how  they  feel  and  what  they  have  gone  through.  Many  stressed  that 
they  would  identify  more  easily  with  a  person  who  looks  and  feels  like  them.    A  very  few 
mentioned  that  people  might  pay  more  attention  to  dramatic  scenes,  such  as  a  child 
without  any  hair  because  of  cancer  treatment. 

The  majority  of  participants  would  not  like  to  see  a  celebrity  spokesperson  unless  he  or 
she  has  Cor  had")  cancer.  Participants  said  that  a  celebrity  would  be  more  likely  to  present 
a  health  message  for  the  purpose  of  making  money  or  gaining  greater  fame,  and  that  these 
were  not  sincere  reasons  to  talk  about  cancer.  It  was  pointed  out  that  fame  does  not  give 
anyone  deep  knowledge  on  what  it  feels  like  to  have  cancer  and  that  celebrities  would  only 
be  acting.  There  were  a  few  participants,  however,  who  thought  that  celebrities  would  be 
effective  because  they  are  able  to  capture  people's  attention;  people  might  be  more 
inclined  to  listen  to  them  just  because  they  are  famous.  Celebrities  could  also  make  the 
message  look  more  professional. 

While  most  participants  felt  that  famous  people  would  be  effective  in  well-done  and 
professional  dramas  on  cancer  (e.g.,  soap  operas),  they  would  not  like  to  see  celebrities 
used  for  personal  cancer  messages. 

Andres  Garcia,  a  famous  Dominican  actor,  was  mentioned  by  the  majority  of  participants 
as  a  good  spokesperson  for  cancer  because  he  had  prostate  cancer  and  survived.  Mr. 
Garcia  has  been  talking  in  public  about  his  cancer  and  promotes  the  folk/natural  remedy 
"una  de  gato,"  which  he  used  to  cure  his  cancer.  Other  celebrities  who  were  mentioned  by 
a  few  participants  were  Chayanne  (a  Puerto  Rican  singer  and  actor),  "El  Puma"  (a 
Venezuelan  singer  and  actor),  Placido  Domingo  (a  Spanish  opera  singer),  Vicente 
Fernandez  (Mexican),  and  Thalia  (Mexican). 

The  vast  majority  of  participants  stressed  that  the  spokesperson  needs  to  be  a  native 
Spanish-speaking  Hispanic/Latino.  They  explained  that  they  prefer  to  receive  information 
from  a  native  Spanish  speaker  because  they  lose  interest  when  they  listen  to  a  person  who 
is  not  fluent  in  the  language.  They  also  indicated  that  they  identify  more  with  a  person 
who  speaks  the  language  simply  and  conversationally  because  it  is  "like  talking  to  a 
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friend."  Many  added  that  the  spokesperson  should  be  someone  who  inspires  trust,  has  a 
good  image,  and  knows  how  to  talk  to  people  in  a  respectful  way. 


M.  Reactions  to  the  Video  "Una  vez  al  ano...  Para  toda  una  vida" 

■  Participants  were  delighted  with  scenes  from  the  "Una  vez  al  ano..."  video.  The  video  was 
described  as  realistic,  moving,  uplifting,  and  positive.  One  woman  said,  "Eso  es  la  pura 
verdad"  ("That  is  the  real  truth"  F,DC).  Many  commented  on  the  understanding,  trust, 
and  support  seen  among  the  characters  on  the  video.  Most  participants,  particularly 
women,  said  that  they  could  relate  both  to  the  characters  and  situations  presented.  Videos 
like  this,  they  siad,  should  be  broadcast  on  television  to  encourage  people  to  talk  about 
their  cancer  and  other  diseases  rather  than  hiding  them  out  of  fear  or  embarrassment. 

■  Most  men  expressed  interest  in  seeing  a  similar  video  on  a  topic  that  relates  more  to  them. 
Men  liked  the  "Una  vez  al  ano..."  video  as  much  as  women  but  wanted  to  know  why  it 
was  produced  only  for  a  type  of  cancer  that  is  common  among  women.  They  suggested 
the  use  of  the  same  concept  to  produce  a  video  about  prostate  cancer  or  any  other  type  of 
cancer  that  affects  men. 


N.  Clinical  Trials 

■  Only  a  few  participants  from  San  Antonio  knew  the  definition  of  clinical  trials.  These 
participants,  all  of  whom  had  been  recruited  by  their  doctors  to  participate  in  clinical  trials, 
said  they  felt  good  because  they  knew  they  were  helping  others.  One  participant, 
however,  stated  that  the  medications  she  received  made  her  feel  terrible.  Interestingly, 
after  the  moderator  had  provided  a  simple  definition  to  those  who  did  not  know  about 
clinical  trials,  some  said  that  they  had  heard  of  them.  A  few  were  aware  that  clinical  trials 
test  new  medications  and/or  treatments  on  patients.  One  participant  immediately  replied, 
"Eso  es  ser  conejillo  de  indias"  ("That  is  being  a  guinea  pig"  F,DC). 

■  The  majority  of  participants  have  mixed  feelings  about  the  value  and  effectiveness  of 
clinical  trials.  Many  expressed  the  opinion  that  they  do  not  want  to  be  "conejillo  de 
indias"  ("guinea  pigs")  because  they  know  that  researchers  do  not  know  all  the  side  effects 
that  the  medications  and/or  treatments  used  in  clinical  trials  can  have.  Some  were 
concerned  that  clinical  trials  could  have  a  harmful  effect  on  the  progress  that  a  cancer 
patient  had  made  before  entering  the  trial. 

■  A  few  participants  expressed  the  viewpoint  that  Hispanics/Latinos  and  other  minority 
groups  have  been  used  deliberately  as  "guinea  pigs."  A  few  said  that  they  do  not  trust 
Government  or  private  research  agencies  because  these  agencies  like  to  use  minorities  to 
try  out  medications  and/or  treatments  that  could  be  harmful.  They  added  that  because  of 
discrimination  and  racism  these  organizations  have  generally  not  cared  about  the 
consequences  that  unapproved  medications  could  have  on  minority  groups.  Some, 
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however,  pointed  out  that  while  this  has  happened  in  the  past,  today's  researchers  are 
more  careful  because  of  their  fear  of  public  exposure. 

With  greater  knowledge  and  information,  most  participants  would  he  willing  to  participate 
in  a  clinical  trial,  The  main  barrier  to  participating  in  clinical  trials  seemed  to  be  lack  of 
information.  Once  the  moderator  explained  the  concept  of  clinical  trials  to  participants, 
including  the  risks  and  uncertainties  involved,  most  indicated  they  would  be  willing  to 
participate  in  order  save  their  lives.  Some  said  that  the  advantages  of  clinical  trials 
outnumbered  the  disadvantages.  Many  added  that  they  would  participate  in  trials  to  save 
the  lives  of  other  cancer  patients  in  the  future.  One  participant  noted,  "Si  tengo  el  cancer 
declarado,  yo  servire  a  la  humanidad"  ("Now  that  I  have  been  diagnosed  with  cancer,  I 
want  to  serve  humanity"  F,DC). 

The  majority  of  participants  noted  that  recruitment  for  clinical  trials  should  be  tailored  to 
Hispanics/Latinos  and  be  conducted  bv  Spanish-speaking  Hispanic/Latino  researchers 
Participants  expressed  the  opinion  that  it  would  be  essential  to  receive  all  information  in 
Spanish  before  agreeing  to  participate  in  a  clinical  trial.  Many  indicated  that  they  would 
feel  more  comfortable  with  Hispanic/Latino  researchers  because  these  researchers  would 
understand  them  better  and  not  take  advantage  of  them. 


O.  Reactions  to  Cover  Art  on  a  Spanish-Language  Publication  About  Clinical  Trials 

■  Participants  were  delighted  to  see  a  publication  about  clinical  trials  in  Spanish    Most 
asked  if  they  could  get  a  copy  of  the  final  publication. 

■  The  majority  of  participants  found  the  illustrations  on  the  cover  to  be  culturally 
appropriate.  They  liked  the  symbols  that  appeal  to  the  Hispanic/Latino  culture. 

■  Many  participants  recommended  more  realistic  portrayals  of  the  people  on  the  cover. 
While  participants  liked  the  overall  concept  of  the  cover  illustration,  they  indicated  that  the 
faces  should  be  more  realistic.  Some  suggested  that  giving  the  people  happy  and  smiling 
expressions  would  imply  that  they  are  satisfied  and  happy  with  the  clinical  trial.  Some 
noted  that  purple  faces  were  unrealistic,  although  one  participant  pointed  out  that  a  purple 
face  means  that  anyone  can  have  cancer  and  participate  in  a  clinical  trial.  The  purple  face 
also  shows  that  the  creator  of  the  publication  is  not  discriminating  on  the  basis  of  color  or 
race. 

■  Some  participants  suggested  the  use  of  brighter  colors,  explaining  that  Hispanics/Latinos 
are  attracted  by  bright  colors.  Others,  however,  liked  the  colors  as  they  were  and  said  that 
they  appeal  to  the  Hispanic/Latino  culture. 

■  Participants  encouraged  the  use  of  simple  and  "neutral"  Spanish  in  the  text  of  the 
publication.  They  asked  that  the  writers  avoid  the  use  of  scientific  or  technical  terms  that 
will  be  difficult  to  understand.  They  also  suggested  that  regionalism  or  slang  be  avoided 
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to  make  the  publication  comprehensible  to  all  Spanish-speakers,  regardless  of  their 
nationality. 

For  future  cancer  publications,  a  few  participants  suggested  the  use  of  illustrations  that 
create  a  contrast.    It  was  felt  that  illustrations  which  present  desired  healthy  behaviors, 
such  as  eating  fruits,  vegetables,  and  juices,  next  to  unhealthy  habits,  such  as  smoking  and 
drinking  will  have  a  strong  impact  on  those  who  see  them.  Participants  mentioned  that 
Hispanics/Latinos  need  to  know  specifically  what  is  good  and  bad  for  their  bodies. 
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APPENDIX  A 


NATIONAL  CANCER  INSTITUTE 
OFFICE  OF  CANCER  COMMUNICATIONS 

HISPANIC  FOCUS  GROUP  MODERATOR'S  GUIDE 
CANCER  PATIENTS 


I.  Introduction 

A.  Moderator  of  group/research  assistant/private  contractor 

B.  Purpose  of  session  to  discuss  cancer  care  issues.   The  moderator  will 
say  that  all  participants  have  had  a  direct  experience  with  cancer  and 
that  she  have  not,  therefore,  she  will  ask  them  to  share  their 
experiences  with  her  so  she  can  learn  more. 

C.  Planned  activities  (discussion  of  two  hours) 

II.  Ground  Rules 

A.  Your  opinions  are  very  important.    Fine  to  agree  with  others,  but  also 
fine  to  disagree.   Want  to  hear  all  opinions  represented;  interested  in 
diverse  points  of  view.    No  wrong  answers/no  test/no  grade. 

B.  Audiotaping  and  observers  will  help  with  analysis  and  to  take  notes. 

C.  Confidentiality/opinions  used  only  for  research  purposes  -  no 
commercial  use. 

D.  Interaction  -  want  to  hear  from  everyone  (not  necessarily  on  every 
topic).    Do  not  wait  to  be  called  on,  jump  in.    Please  do  not 
monopolize  the  conversation,  give  others  a  chance  to  speak.   Talk  to 
each  other,  not  just  to  moderator. 

E.  Keep  the  comments  brief  since  there  are  only  2  hours  to  cover  a  lot  of 
topics. 

III.  Introduction  of  Participants 

A.  Name 

B.  Please  talk  about  two  or  three  things  in  your  lives  that  are  important 


to  you. 

For  our  discussion  purposes,  do  you  prefer  the  term  Latino  or 
Hispanic? 


IV.       Information  on  Cancer 

A.  Before  your  diagnosis,  how  much  did  you  know  about  cancer?   Tell 
me  what  you  knew.    Do  you  wish  you  had  more  information  on 
cancer  before  your  diagnosis? 

B.  Do  you  feel  you  received  adequate  information  about  your  illness 
(cancer)  at  the  time  of  diagnosis? 

PROBES: 

1.  Did  it  enable  you  to  make  decisions  you  needed  to  make? 

2.  What  made  you  look  for  more  information? 

3.  What  process  did  you  go  through  to  learn  more? 

4.  What  type  of  information  would  have  been  helpful? 

C.  Did  you  receive  any  written  materials  in  Spanish  about  the  type  of 
cancer  you  had?   Describe  them.    (PDQ/Cancer  Fax,  brochures,  etc.). 

1.  Who  gave  them  to  you?  (PROBE:  doctor,  nurse,  government 
(NCI),  CIS  1-800-4-CANCER,  organizations  [ACS],  community 
groups) 

2.  [If  organization(s)  are  mentioned:]   How  did  you  learn  about 
these  groups? 

3.  What  did  you  think  of  the  materials?    (PROBE:  Were  they 
useful?   In  what  way?)   [If  not]  Why  not?   Did  you  ask  for  help 
in  understanding  the  content/messages?    From  whom?  (PROBE: 
family  members,  nurses,  health  care  providers) 

D.  Do  you  know  of  any  service  that  provides  cancer  information  over  the 
telephone?     Have  you  or  someone  on  your  behalf  called  these 
services?   Was  it  a  1-800  toll-free  information  hotline?   If  yes,  was  it 
helpful?   Why?   Why  not?    [If  they  do  not  know  about  the  service] 
What  do  you  think  about  this  type  of  service? 

E.  Did  your  health  care  provider  (doctors  or  nurses)  give  you  cancer 
treatment  information  from  the  government? 

[If  yes:]    Did  it  help  you?   How?    (PROBE:  In  making  decisions?) 
[If  no:]   Would  you  have  wanted  to  receive  this  type  of  information? 
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V.        Grassroots  and  Community-Based  Organizations 

A.  What  do  you  know  about  organizations  that  provide  services  to  the 
community? 

B.  Could  you  name  some  organizations  that  provide  services  to  the 
community? 

C.  Are  you  involved  with  any  of  these  organizations? 

D.  [If  the  church  of  religious  organizations  are  not  mentioned].  What 
role,  if  any,  plays  the  church  in  providing  information  and/or  services 
to  the  community?   What  about  health-related  information?    (PROBE: 
Which  church?   Describe  the  information/services  that  they  provide). 

E.  Are  you  involved  with  the  church  or  religious  organizations?   How? 


VI.       Media 

A.  The  moderator  will  tell  the  participants  that  the  subject  will  be 
changed  and  that  they  will  talk  about  the  media. 

B.  Spanish-language  Media: 

1 .  What  type  of  television  shows  do  you  watch  on  the  Spanish- 
language  channels?  (PROBE:  news,  soap  operas,  talk  shows, 
sports). 

2.  What  type  of  radio  stations  and  radio  shows  do  you  listen  to? 
(PROBE:   music,  talk  shows,  news). 

3.  What  newspapers  do  you  read?   (PROBE:  daily,  weekly,  local, 
regional,  free  community  newspapers). 

4.  What  magazines  do  you  read? 

C.  Do  you  watch  or  listen  to  Spanish-language  shows  from  countries 
other  than  your  country  of  origin?  What  do  you  like  about  them? 
What  do  you  dislike  about  them? 

English-language  media: 

1 .  What  type  of  television  shows  do  you  watch  on  the  English- 
language  channels?    (PROBE:  news,  soap  operas,  talk  shows, 
sports). 

2.  What  type  of  radio  stations  and  radio  shows  do  you  listen  to? 
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(PROBE:    music,  talk  shows,  news). 

3.  What  newspapers  do  you  read?    (PROBE:  daily,  weekly,  local, 
regional,  free  community  newspapers). 

4.  What  magazines  do  you  read? 

[Moderator  tells  participants  that  they  will  watch  a  scene  from  the  video 
"Una  vez  al  afio...Para  toda  la  vida"  and  presents  the  beauty  parlor  second 
scene.] 

D.  What  is  your  opinion  of  this  scene?  (PROBE:    How  do  you  feel  about 
discussing  cancer  issues  in  a  public  setting?) 

E.  How  do  you  feel  about  using  video  or  TV  to  deliver  cancer  messages, 
similar  to  what  you've  seen?   (PROBE:   Usage  of  Spanish-language. 
Acceptance  of  regionalism,  different  accents,  and  nationalities). 

F.  Whom  do  you  trust  to  deliver  information  on  cancer  via  video? 
(PROBE:   e.g.,  physician,  "person  like  me") 

[Moderator  tells  participants  that  they  will  watch  another  scene  from  the 
video  "Una  vez  al  aflo...Para  toda  la  vida"  and  presents  the  restaurant 
scene.] 

G.  What  is  your  opinion  of  this  scene? 

H.        Would  you  like  to  have  a  celebrity  present  this  type  of  information? 
Any  Hispanic/Latino  celebrity?   Why  do  you  think  celebrities  are 
effecting  in  delivering  this  type  of  information? 

I.         Which  media  method  is  the  best  one  to  use  for  cancer  messages 

when  communicating  with  the  Hispanic  community?  [Probe:   video, 
audio,  print,  fotonovelas,  radio  talk  show.] 


VII.      Social  Support  Groups  for  Cancer  Patients 

The  moderator  will  explain  the  participants  that  they  will  go  back  to  talk 
about  cancer. 

A.  When  you  need  to  talk  to  someone  about  your  illness,  whom  do  you 
talk  to?    (PROBE:    Have  family  members,  friends,  priests  or  church 
members  been  a  source  of  comfort  or  information?) 

B.  Have  any  of  you  received  any  professional  counseling/advice  in 


Spanish? 

1.  From  whom?    (PROBE:   government,  private  and/or  community 
organizations,  promoters,  cancer  educators,  toll-free  numbers). 

2.  Was  it  helpful? 

3.  How  did  you  learn  about  the  counseling  service(s)?   Was  it  easy 
or  hard  to  access  these  services? 

4.  [For  those  who  have  not  received  counseling]  Do  you  have  a 
reason  for  not  receiving  counseling/advise  services?   Would  you 
like  to  receive  the  counseling/advise  services?   Why?    Do  you 
have  a  reason  for  not  wanting  to  use  these  services? 

C.        Have  you  heard  of  any  Spanish-language  support  groups  for  cancer 
patients?   What  do  you  know  about  them?    (PROBE:   Where  do  they 
meet?   Who  sponsors  them?    Have  you  ever  joined? 
[benefits/drawbacks]) 

[If  they  do  not  know  about  Spanish-language  support  groups]   Would 
you  feel  comfortable  attending  a  Spanish-language  support  group  for 
cancer  if  there  were  one?   Why/why  not?  (PROBE:    Do  you  think 
support  groups  should  consists  of  --  cancer  patients,  and  family 
members  and/or  friends?) 


VIII.     Cancer  Diagnosis  and  Treatment 

A.  What  was  your  reaction  to  finding  out  you  had  cancer?   What  was 
your  family's  reaction? 

B.  How  did  you  first  find  out  about  your  cancer? 

1 .  In  routine  screening  tests?   How  often  did  you  get  them  before 
being  diagnosed? 

2.  What  kinds  of  symptoms  did  you  have? 

3.  Who  told  you  about  your  illness?    (Probe:  doctor,  nurse,  family 
member,  social  worker) 

4.  Were  you  at  a  hospital,  clinic,  or  doctor's  office? 

5.  Were  other  relatives  present  when  you  found  out  about  your 
illness? 

6.  Was  your  illness  explained  to  you  in  greater  detail  --  its  stages, 
treatment,  prognosis,  etc.?  (Prove:   Whom?) 

C.  How  long  after  your  diagnosis  were  you  able  to  get  treatment  for  your 
cancer?    [A  week,  month,  year?]    [If  there  was  a  delay]   Why? 


D.  For  those  who  have  received  treatment.  What  information  would  you 
have  liked  to  have  about  your  cancer  during  and  after  treatment? 

E.  Who  is  taking  care  of  you  and  your  cancer?    [If  physician]   What  type 
of  physician  (oncologist,  general  practice,  etc.)? 


IX.       Clinical  Trials 

A.  Have  you  ever  heard  of  cancer  clinical  trials?    [If  yes]  Describe. 

1 .  How  did  you  learn  about  them? 

2.  Was  it  easy  to  get  to  this  information? 

3.  What  are  the  advantages  of  clinical  trials?    (PROBE:   Offer  hope 
to  some  cancer  patients?)   Disadvantages? 

B.  Clinical  trials  are  research  studies  conducted  with  people.    Clinical 
trials  try  to  find  better  ways  to  prevent  or  treat  diseases,  test  new 
ways  to  detect  or  diagnose  a  disease,  determine  the  disease's 
psychological  impact,  and/or  look  at  new  approaches  to  improve  a 
patient's  comfort  and  quality  of  life. 

1.  Would  you  be  willing  to  participate  in  a  clinical  trial?   What 
might  encourage  your  participation  in  a  clinical  trial?    If  no,  why 
not? 

2.  Do  you  think  the  shortage  of  Spanish-speaking  physicians  and 
other  health  care  providers  is  a  barrier  to  your  participation  in 
clinical  trials? 

C.  PRE-TESTING  EXERCISE:    ART  FOR  COVER  OF  SPANISH-LANGUAGE 
CLINICAL  TRIALS  PUBLICATION. 

The  moderator  will  show  the  art  for  the  cover  page  of  a  Spanish-language 
publication  on  clinical  trials  and  will  explain  that  the  art  was  done  by  people 
who  are  not  present  In  the  room,  that  they  will  not  hurt  anyone's  feelings 
with  their  opinions,  and  that  it  can  be  changed,  therefore,  they  should  be 
honest  in  their  opinions  about  it.   The  moderator  will  ask  the  following 
questions: 

1 .  What  do  you  think  of  this  cover? 

2.  What  is  the  main  idea  here? 

3.  What  do  you  like  about  it? 

4.  What  do  you  dislike?    (Anything  confusing?) 

5.  Is  there  anything  you  would  do  to  make  it  better? 


X.         Conclusion 


A.  Is  there  anything  else  you  would  like  to  say  about  health  information 
or  hearing  about  cancer  information  that  we  have  not  discussed? 

B.  The  moderator  thanks  them  and  inform  participants  that  the 
information  obtained  will  be  valuable  for  the  project.    Participants  are 
asked  to  see  the  research  assistant  who  will  distribute  a  package  of 
health  education  materials  and  their  payment.    Participants  are  invited 
to  have  a  snack. 

[Mention  that  participants  can  call  the  CIS  office  for  additional  information 
and  that  a  description  of  the  CIS  is  included  in  the  package  of  materials 
being  distributed]. 


APPENDIX  B 


GRUPO  DE  DISCUSI6N  CON  PACIENTES  LATINOS/HISPANOS 

QUE  TIENEN  CANCER 
REFERENCIA  PARA  LA  MODERADORA 
I.         Introduccidn 

A.  Moderadora  del  grupo,  asistente  de  la  investigation,  contratista. 

B.  Propdsito  de  la  sesidn  (para  discutir  temas  relacionados  con  el  cuidado  en 
casos  de  cancer).   Todos  ustedes  tienen  experiencia  directa  con  el  cancer  y 
como  yo  no  he  tenido  experiencia  directa  con  el  cancer  me  gustaria  que 
compartieran  conmigo  sus  experiencias  para  aprender  de  ustedes. 

C.  Actividades  a  llevarse  a  cabo  (discusidn  de  dos  horas). 
n.        Reglas 

A.  Sus  opiniones  son  muy  importantes.   Ustedes  pueden  estar  de  acuerdo  con  los 
otros  participantes,  aunque  tambien  pueden  no  estar  de  acuerdo.   Quiero 
escuchar  la  opinidn  de  todos  ya  que  estoy  interesada  en  diferentes  puntos  de 
vista.   No  hay  respuestas  incorrectas  a  ninguna  de  las  preguntas,  esto  no  es  un 
examen  ni  se  dara"  una  calificacidn. 

B.  La  discusidn  serf  grabada  y  habra"  observadores  que  ayudaran  en  el  analisis. 
Tambien  se  tomaran  notas. 

C.  La  discusidn  es  confidential,  sus  opiniones  serin  usadas  sdlo  con  propdsito  de 
investigacidn,  no  seran  usadas  para  fines  comerciales. 

D.  Habra"  interaccidn;  quiero  escuchar  la  opinidn  de  todos,  no  necesariamente  en 
todos  los  temas.    Comenten  sobre  cualquier  tema  sin  esperar  a  que  yo  les 
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indique.   Por  favor  no  dominen  la  conversacidn,  permitan  que  otros  tengan  la 
oportunidad  de  hablar.   Pueden  conversar  con  sus  companeros  sobre  el  mismo 
tema,  no  solamente  conmigo. 
E.         Por  favor  traten  de  que  sus  comentarios  sean  breves  ya  que  sdlo  tenemos  dos 
horas  para  hablar  de  muchos  temas. 
EH.       Presentacidn  de  los  participantes 

A.  Nombre  (no  es  necesario  decir  el  apellido). 

B.  ^Podnan  decir  dos  o  tres  cosas  de  sus  vidas  que  les  sean  importantes? 

C.  Para  propdsitos  de  discusidn,  iqu€  tdrmino  prefieren  latino  o  hispano? 
IV.       Informacidn  sobre  el  cancer 

A.  ^Cuinto  sabfan  acerca  del  cancer  antes  de  su  diagndstico?  ^Les  hubiese 
gustado  haber  recibido  mas  informacidn  antes  de  su  diagndstico? 

B.  ^Piensan  que  recibieron  una  informacidn  adecuada  acerca  del  cancer  en  el 
momento  del  diagndstico? 

PROBES: 

1.  iLes  ayudd  esta  informacidn  a  tomar  las  decisiones  necesarias? 

2.  iQu6  los  motivd  a  que  buscaran  mas  informacidn? 

3.  iQu£  bicieron  para  aprender  mas? 

4.  iQu£  tipo  de  informacidn  habn'a  sido  de  ayuda? 

C.  ^Recibieron  algun  material  escrito  en  espanol  acerca  del  tipo  de  cancer  que 
padecen? 

Describanlo(s)  (PDQ/Cdncer  Fax,  folletos,  etc.) 


1.  ^Quien  les  dio  esa  informacidn?   (PROBE:   medico,  enfermera/o, 
gobierno  (NCI),  CIS  1-800-4-CANCER,  organizaciones  (ACS), 
grupos  comunitarios). 

2.  [Si  se  menciona  alguna  organization]   ^Cdrno  supieron  acerca  de 
estos  grupos? 

3.  iQu6  piensan  acerca  de  estos  materiales?   (PROBE:   ^Fiieron  fdciles 
de  entender?   £De  que"  forma?) 

[Si  la  respuesta  es  no]  <Por  que-  no?   <Pidieron  ayuda  para  entender  la 
information?   ^A  quien?  (PROBE:   familia,  enfermeras, 
profesionales  de  la  salud). 

D.  ^Conocen  algun  servicio  de  informacidn  sobre  el  cancer  que  ofrezca 
informacidn  por  teleTono?   £Han  llamado  o  le  pidieron  a  otra  persona  que 
llamara  a  este(os)  servicio(s)?   <Fue  un  1-800?  Si  la  respuesta  es  positiva, 
^Recibid  la  ayuda  que  necesitaba?   ^Por  qu6?   ^Por  qud  no?   [Si  la  respuesta 
es  no]   iQn6  piensan  de  este  tipo  de  servicio? 

E.  ^Recibieron  de  parte  de  sus  medicos  o  enfermeras  informacidn  sobre  los 
tratamientos  para  el  cancer  que  ofrecen  las  agendas  del  gobierno?   [Si  la 
respuesta  es  si],  ^Les  ayudd?   <,Cdmo?   (PROBE:   £En  tomar  decisiones?) 
[Si  la  respuesta  es  no]   ^Les  hubiese  gustado  recibir  informacidn  sobre  las 
informaciones  que  ofrece  el  gobierno? 

V.        Organizaciones  de  la  cornunidad 

A.        iQue"  conocen  de  las  organizaciones  que  proveen  servicios  a  la  cornunidad? 


B.  ^Podrian  mencionar  algunas  de  estas  organizaciones  que  ofrecen  informacidn  o 
servicios  a  la  comunidad? 

C.  ^Estan  involucrados  con  alguna  de  estas  organizaciones?   £De  que"  manera? 

D.  [Si  no  mencionan  la  iglesia  u  organizaciones  religiosas],    iQu6  papel,  si  es 
que  alguno,  juega  la  iglesia  en  ofrecer  informacidn  o  servicios  a  la  comunidad? 
^Ofrece  informacidn  o  servicios  relacionados  a  la  salud?   (PROBE:    ^qu£ 
iglesia  o  religidn?  Describan  el  tipo  de  informacidn  o  servicios  que 
provee). 

E.  ^Forman  parte  de  la  iglesia  o  de  alguna  organizacidn  religiosa?   £De  qu6 
manera? 

VI.       Los  medios  de  comunicacidn 

A.  Ahora  vamos  a  cambiar  el  tema  y  hablar  sobre  los  medios  de  comunicacidn. 
Vamos  a  comenzar  con  los  medios  de  comunicacidn  en  espanol. 

B.  Medios  de  comunicacidn  en  espanol: 

1.  iQu6  programas  ven  en  los  canales  de  televisidn  en  espanol? 
(PROBE:   noticias,  novelas,  programas  de  entrevistas,  deportes). 

2.  iQu€  emisoras  y  programas  de  radio  escuchan?   (PROBE:   musica, 
programas  de  entrevistas,  noticias). 

3.  iQu6  periddicos  leen?    (PROBE:    diarios,  semanarios,  locales, 
regionales,  periddicos  gratuitos). 

4.  iQu6  revistas  leen? 

C.  iVen  o  escuchan  programas  producidos  en  otros  pafses  que  no  sean  los  suyos? 


LQu6  les  gusta  de  estos  programas?   iQu€  es  lo  que  no  les  gusta? 
Medios  de  comunicacidn  en  ingles: 

1 .  iQu€  programas  ven  en  los  canales  de  televisidn  en  ingtes?   (PROBE: 
noticias,  novelas,  programas  de  entrevistas,  deportes). 

2.  iQu6  emisoras  y  programas  de  radio  escuchan?    (PROBE:   miisica, 
programas  de  entrevistas,  noticias). 

3.  iQu6  periddicos  leen?   (PROBE:    diarios,  semanarios,  locales, 
regionales,  periddicos  gratuitos). 

4.  iQu6  revistas  leen? 

Ahora  vamos  a  ver  una  escena  de  la  pelfcula  "Una  vez  al  ano...Para  toda  una 
vida".    [La  moderadora  presenta  la  segunda  escena  del  saldn  de  belleza]. 

D.        iQu€  les  parecid  esta  escena?    (PROBE:    iQu6  pieman  acerca  de  discutir 
publicamente  temas  relacionados  al  cancer?)    iQni  piensan  acerca  del  uso 
de  los  videos  o  de  la  televisidn  para  transmitir  informacidn  acerca  del  cancer 
similar  a  la  que  acaban  de  ver?   (PROBE:  uso  del  idioma  espanol, 
aceptacidn  de  regional ismo,  acentos  dife  rentes  y  nacionalidades). 

F.  ^En  qui^nes  confiarian  para  que  les  ofrezcan  informacidn  sobre  el  cancer  a 
traves  de  peb'culas?    (PROBE:   ejemplo:  mldico,  "personas  como  yo") 

Ahora  vamos  a  ver  otra  escena  de  la  pelfcula  "Una  vez  al  ano...Para  toda  la  vida". 
[La  moderadora  presenta  la  escena  del  restaurante]. 

G.  iQu6  les  parecid  esta  escena? 

H.        ^Les  gustarfa  que  alguna  persona  famosa  presente  este  tipo  de  informacidn? 


^Alguna  persona  famosa  latina/hispana?   ^Por  qu6  creen  que  serian  buenas 
para  ofrecer  este  tipo  de  informacidn? 
I.  ^Cuil  creen  que  seria  la  mejor  forma  de  comunicar  la  informacidn  sobre  el 

cancer  a  la  comunidad  hispana?    (PROBE:   vfdeos,  cintas  de  audio, 
materiales  impresos,  fotonovelas,  programas  de  entrevistas  de  radio). 
VII.     Apoyo  social  para  pacientes 

A.  Vamos  ahora  a  regresar  a  temas  relacionados  con  el  cancer,  si  esta"  bien  con 
ustedes.    Cuando  necesitan  hablar  con  alguien  acerca  de  su  enfermedad,  <,con 
quien  lo  hacen?   (PROBE:   £Han  sido  sus  familiares,  amigos,  sacerdotes  o 
miembros  de  la  iglesia,  una  fuente  de  apoyo  o  de  informacidn?) 

B.  ^Alguien  ha  recibido  asesoramiento  o  consejo  profesional  en  espanol? 

1.  £De  parte  de  quien?  (PROBE:  gobierno,  organizaciones  privadas  o 
la  comunidad,  promotores,  educadores  sobre  el  cancer,  numeros  de 
teleTono  gratis). 

2.  <,Fue  util? 

3.  £C6mo  se  enteraron  de  estos  servicios?   <,Se  les  hizo  facil  o  dificil 
obtener  estos  servicios? 

4.  [Para  aquellos  que  no  nan  recibido  este  tipo  de  servicios]   ^Existe 
alguna  razdn  por  la  cual  no  han  recibido  esta  clase  de  servicios?   ^Les 
gustarfa  recibir  asesoramiento  o  consejo  profesional?   ^Por  qu6?   ^Hay 
alguna  razdn  por  la  cual  no  les  gustarfa  recibir  este  tipo  de  servicios? 

C.  ^Han  escuchado  acerca  de  algun  grupo  de  apoyo  en  espanol  para  pacientes  con 


cancer?    <,Que"  saben  acerca  de  estos  grupos?    (PROBE:   ^Ddnde  se  reunen? 

iQuien  los  patrocina?   £Han  formado  parte  de  ellos? 

[beneficios/des  ventaj  as] 

(Si  los  participantes  no  conocen  acerca  de  los  grupos  de  apoyo  en  espanol) 

^Se  sentirian  cdmodos  asistiendo  a  un  grupo  de  apoyo  para  cancer,  en  espanol, 
si  hubiera  alguno?   <Por  qu£?   <Por  que"  no?   (PROBE:   ^Creen  que  esos 
grupos  deberian  ser  sdlo  para  pacientes  con  cincer  o  con  los  familiares  y/o 
amigos?) 
VIE.    Diagndstico  y  tratamiento  para  el  cancer 

A.  ^Cuiles  fueron  sus  reacciones  al  saber  que  tenfan  cancer?   £Cu£les  fueron  las 
reacciones  de  sus  familias? 

B.  ^Cdmo  se  enteraron  ustedes  de  su  enfermedad? 

1 .  ^En  pruebas  de  deteccidn  de  rutina?   ^Cada  cuanto  tiempo  se  las  hacfan 
antes  de  ser  diagnosticados? 

2.  iQu&  sfntomas  tenfan? 

3.  ^Quienes  les  informaron  acerca  de  su  enfermedad?   (PROBE:  medico, 
enfermera,  miembros  de  la  familia,  trabajador  social). 

4.  ^Estaban  en  el  hospital,  clinica  u  oficina  del  m6dico? 

5.  ^Estaban  con  algun  pariente  cuando  se  enteraron  de  su  enfermedad? 

6.  ^Les  explicaron  acerca  de  su  enfermedad  en  detalle— las  etapas,  los 
tratamientos,  prondsticos,  etc.?   (PROBE:    iQuien?) 

C.  ^Cuanto  tiempo  despues  de  sus  diagndsticos  pudieron  comenzar  sus 


L 


tratamientos  para  el  cancer?   [£l  semana,  1  mes,  1  ano?]   [Si  fue  despues] 
^Hay  alguna  razdn? 

D.  Para  las  personas  que  ya  recibieron  tratamiento.   ^Que"  informacidn  acerca  de 
su  enfermedad  hubieran  querido  tener  durante  y  despues  del  tratamiento? 

E.  ^Quienes  les  ofrecen  el  cuidado  mddico?   [Si  son  medicos]    iQu6 
especialidad?   (oncdlogo,  m6dico  general,  etc.) 

IX.       Estudios  clinic os 

A.  £Han  escuchado  alguna  vez  acerca  de  los  estudios  clfnicos?   [Si  es  positiva  la 
respuesta]  Describan. 

1.  ^Cdmo  se  enteraron? 

2.  ^Fue  facil  obtener  esa  informacidn? 

3.  ^Cuiles  son  las  ventajas  de  los  estudios  clfnicos?  (PROBE:    £Dan 
esperanzas  a  algunos  pacientes  de  cincer  o  para  hacer  adelantos  en 
la  ciencia?   £Y  cuales  son  las  desventajas?) 

B.  En  la  investigacidn  cientffica  del  cancer,  un  estudio  clfnico  consiste  en  un 
estudio  usando  pacientes  con  cancer  para  evaluar  un  nuevo  tratamiento.   Cada 
estudio  se  disena  con  el  propdsito  de  encontrar  respuestas  a  interrogantes 
cientfficas  y  para  encontrar  nuevos  y  mejores  m£todos  para  ayudar  a  pacientes 
con  cancer. 

1.  ^Estarian  dispuestos  a  participar  en  un  estudio  clfnico?   iQn6  los 
motivaria?  [Si  la  respuesta  es  no]   ^Por  que"  no  les  gustaria  participar? 

2.  ^Creen  que  la  falta  de  mddicos  u  otros  profesionales  de  la  salud  que 
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hablen  espafiol  es  un  impedimenta  para  participar  en  estos  estudios? 
C.         EJERCICIO  DE  EVALUACltiN  PARA  EL  ARTE  GRAFICO  DE  LA  PORTADA 
DE  LA  PUBLICACI6N  EN  ESPANOL  ACERCA  DE  LOS  ESTUDIOS  CLINICOS. 
Ahora  les  voy  a  mostrar  la  portada  de  una  publicacidn  en  espafiol  acerca  de  estudios 
cKnicos  para  que  me  den  su  opinidn  sobre  el  arte  gr&ico  que  presenta.    Quiero 
aclarar  que  ninguna  de  las  personas  que  estan  en  este  saldn  hizo  el  arte  de  esta 
publicacidn  y  todavia  hay  tiempo  para  hacer  cambios  en  esta  portada,  por  eso  pueden 
ser  bien  sinceros  al  ofrecer  su  opinidn  sobre  la  portada  ya  que  nadie  se  ofenderl 

1.  iQu6  piensan  de  esta  portada? 

2.  ^Cual  es  la  idea  principal  de  la  portada? 

3.  lQu6  les  gusta  de  la  portada? 

4.  lQu6  no  les  gusta?  Q,Hay  algo  confuso  en  la  portada?) 

5.  iCambiarian  algo  para  mejorarla? 

6.  Si  ven  este  folleto  en  algun  lugar,  ilo  leerfan? 
X.        Conclusidn 

A.  ^Les  gustaria  comentar  algo  mis  acerca  de  la  informacidn  sobre  el  cancer  que 
no  hayamos  discutido? 

B.  Quiero  agradecerles  por  su  participacidn;  la  informacidn  que  hemos 
compartido  serf  de  gran  valor  para  nuestro  proyecto.   Por  favor  pasen  por  el 
escritorio  de  la  asistente  de  investigacidn  para  recoger  una  bolsa  con  materiales 
educativos  de  salud  y  el  pago  por  su  participacidn.   Necesitamos  por  razones 
de  contabilidad  que  firmen  en  la  lista  de  participantes  como  prueba  de  que  se 


les  pagd.   Tambien  pueden  disfrutar  de  los  refngerios  antes  de  irse.   No  se 
olviden  que  pueden  llamar  al  Servicio  de  Informacidn  sobre  el  Cancer  para 
obtener  mas  informacidn.   Si  estan  interesados,  pueden  conocer  mis  sobre  este 
servicio  para  la  comunidad  leyendo  los  materiales  educativos  que  les  hemos 
dado. 
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APPENDIX  C 
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Site:    Los  Anaeles 

Date: 

Time: 


CANCER  CARE  ISSUES  AMONG  HISPANIC  PATIENTS 

Focus  Group 


RECRUITING  CRITFRIA 

RECRUIT  12  RESPONDENTS.    Names  of  cancer  patients  will  be  supplied  from  a 
local  clinic  or  hospital.    All  participants  should  have  or  have  had  any  type  of  a 
diagnosed  cancer.   Persons  with  skin  cancer  (non-melanoma  type)  should  not  be 
included  in  the  group. 

GENDER.   The  focus  group  will  include  only  male  cancer  patients. 

AGE.   Participants  must  be  between  the  ages  of  45  and  65.    Participants  should 
have  different  ages  within  this  age  bracket. 

COUNTRY  OF  ORIGIN.   Participants  must  be  Hispanic.   This  means  that  they  or 
their  parents  were  born  in  a  Spanish-speaking  Latin  American  country.   These 
countries  should  include  those  in  the  Caribbean  (Puerto  Rico,  Cuba,  and  Dominican 
Republic),  Central  America  (El  Salvador,  Guatemala,  Nicaragua,  Costa  Rica 
Panama,  and  Honduras),  South  America  (Venezuela,  Colombia,  Peru,  Ecuador,  and 
Bolivia;  Argentina,  Uruguay,  Paraguay,  and  Chile),  and  M6xico.   The  group  should 
be  as  diverse  as  possible  in  terms  of  nationality. 

SPANISH  SPEAKERS.   Spanish  should  be  the  primary  language  spoken  at  home  for 
all  participants.   They  do  not  have  to  speak  English.   The  focus  group  will  be 
conducted  in  Spanish  by  a  native  Spanish-speaking,  bilingual  and  bicultural 
moderator. 

INCOME.   All  participants  must  have  an  annual  household  income  of  $25,000  or 
less. 


PATIENT  GROUP 
GROUP  1  --  Males,  45-65 

SCRIPT 


Hello,  my  name  is from  the  (NAME  OF  LOCAL  CLINIC  OR 

HOSPITAL).    Since  you  already  spoke  with  Dr./nurse  we  are 

calling  you  back  to  ask  you  some  questions.   We  are  conducting  a  study  among 
Hispanic  cancer  patients  regarding  your  attitudes  and  behaviors  on  cancer  care 
issues.   I'd  like  to  ask  you  a  few  questions.   Is  now  a  convenient  time? 


Were  either  you  or  your  parents  born  in  a  Spanish-speaking  Latin  American 
or  Caribbean  country? 

Yes 


No  (THANK  AND  TERMINATE) 

B.        Which  country  is  that? (Note  the  respondent's 

country  of  origin  or  ancestry  and  its  corresponding  region  on  the  list  below. 
Keep  in  mind  that  each  group  should  be  as  diverse  as  possible  in  terms  of 
nationalities.    Use  the  percentages  in  parentheses  to  determine  how  many 
respondents  should  be  in  each  category.). 

Caribbean  (20%)  Central  America  (20%) 

South  America  (20%)  Mexico  (40%) 


C.  Is  Spanish  the  primary  language  you  speak  at  home? 

Yes  

No  (THANK  AND  TERMINATE) 

D.  What  type  of  cancer  do  you  have  or  had? 

(Note  the  respondent's  type  of  cancer.   If  the  respondent  has  or  have  had 
skin  cancer  (non-melanoma  type),  THANK  AND  TERMINATE). 


E.        When  did  you  first  learn  that  you  had  cancer? 

within  the  past  2  years 

more  than  2  years  ago  (THANK  AND  TERMINATE) 


F.         Are  you  currently  being  treated  for  your  cancer?  (Radiation  therapy, 
chemotherapy,  other?) 

Yes 


No  (THANK  AND  TERMINATE) 


May  I  have  your  age  please? 


(Recruit  a  spread  of  ages  --  50%  between  45  and  55;  50%  between  56  and 
65.) 


H.        What  is  the  highest  level  of  education  you  have  completed? 

1.  elementary  (grade)  school 

2.  some  high  school 

3.  high  school  graduate 

4.  some  college 

5.  college  graduate  or  more  (THANK  AND  TERMINATE) 

I.  Just  to  make  sure  we  are  representing  different  socioeconomic  groups  in  our 

study,  is  the  total  annual  income  in  your  household  over  or  under  $25,000? 

under  $25,000 

over  $25,000  (THANK  &  TERMINATE) 


(IF  $25,000,  CONTINUE.) 


J.         Do  you  or  your  family  members  work  in  the  health  care  field  or  for  either  a 
market  research  or  advertising  agency? 

Yes  (THANK  AND  TERMINATE) 

No 


K.        Have  you  ever  been  in  a  group  discussion  about  products  or  services  before? 


Yes 

No 


If  yes,  when  was  the  last  time?  

(THANK  AND  TERMINATE  IF  WITHIN  THE  LAST  SIX  MONTHS) 

The  reason  for  my  questions  is  that  we  are  planning  to  hold  a  discussion  group 
about  issues  related  to  cancer  and  would  like  you  to  participate.   The  group  will 
take  place  on  (DATE)  at  (TIME)  at  (PLACE).   You  will  be  given  $50  and  a  light 
snack  for  participating  in  the  group.   The  meeting  will  take  2  hours.   Will  you  be 
able  to  join  us  on  (DATE). 

Do  you  wear  reading  glasses?   If  yes,  please  do  not  forget  to  bring  them  for  the 
discussion.   Please  try  to  be  a  few  minutes  early  so  the  group  can  begin  on  time. 
If  you  should  have  an  emergency,  please  be  sure  to  call  us  at  XXX-XXXX  so  that 
we  can  find  a  replacement. 

Give  directions  to  meeting  place  as  necessary.   Record  names  and  telephone 
numbers  on  the  following  page. 


RECRUITMENT:    HISPANIC  MALE  CANCER  PATIENTS  FOCUS  GROUP  (TIME  AND 

i  LAvC  J 


Name:  Phone: 

1. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 


APPENDIX  D 
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V 


Lugar:  Los  Angeles 

Dia: 

Hora: 


Temas  sob  re  el  cuidado  de  pacientes  hispanos  con  cancer 
Grupo  de  discusidn 


reouisitos  para  la  seleccion  de  participantrs 

RECLUTAR  A  12  PARTICIPANTES.    Los  nombres  de  pacientes  de  cancer  de  una  clinica 
u  hospital  local  seran  proporcionados  a  la(s)  persona(s)  encargada(s)  del  reclutamiento. 
Todos  los  participantes  deben  ser  pacientes  de  cancer  o  haber  sido  diagnosticados  con 
cualquier  tipo  de  cancer.    Los  pacientes  con  cancer  en  la  piel  (que  no  sea  de  tipo  melanoma) 
no  deben  ser  incluidos  en  el  grupo. 

SEXO.   El  grupo  de  discusidn  debe  incluir  solamente  pacientes  de  cancer  del  sexo 
masculino. 

EDAD.   Los  participantes  deben  estar  entre  las  edades  de  45  a  65  aiios.   Los  participantes 
deben  tener  distintas  edades  dentro  de  este  grupo  de  edad. 

PAIS  DE  ORIGEN.   Los  participantes  deben  ser  hispanos.   Esto  significa  que  ellos  o  sus 
padres  nan  nacido  en  un  pais  de  America  Latina  donde  se  habla  espanol.   Estos  pafses  deben 
incluir  aquellos  en  el  Caribe  (Puerto  Rico,  Cuba  y  la  Republica  Dominicana),  America 
Central  (El  Salvador,  Guatemala,  Nicaragua,  Costa  Rica,  Panama"  y  Honduras),  Amenca  del 
Sur  (Venezuela,  Colombia,  Peni,  Ecuador,  y  Bolivia;  Argentina,  Uruguay,  Paraguay  y 
Chile)  y  Mexico.   Los  grupos  deben  incluir  la  mayor  representacidn  posible  de  varias 
nacionalidades. 

DEBEN  HABLAR  ESPANOL.   El  espanol  debe  ser  el  idioma  principal  que  todos  los 
participantes  hablan  en  sus  hogares.    No  es  necesario  que  los  participantes  hablen  o  entiendan 
el  ingles.   La  discusidn  de  grupo  se  llevara"  a  cabo  en  espanol  por  una  moderadora  bilingue  y 
bicultural  cuyo  primer  idioma  es  el  espanol. 

INGRESOS  ECON6MICOS.  Todos  los  participantes  deben  tener  un  ingreso  econdmico 
anual,  por  familia,  de  $25,000  o  menos. 


GRUPO  DE  PACDENTES 
GRUPO  1  -  Hombres  entre  45  y  65  afios  de  edad 

GUION 

Buenas,  mi  nombre  es de  (NOMBRE  DE  LA  CLfNICA  U  HOSPITAL 

LOCAL).    Como  ya  habld  con  el  doctor/en fermera ,  le  estamos  llamando  de 

nuevo  para  hacerle  algunas  preguntas.   Estamos  Uevando  a  cabo  un  estudio  con  pacientes  de 
cancer  sobre  sus  actitudes  y  creencias  acerca  de  asuntos  sobre  el  cuidado  de  cancer.    ;Es  este 
un  buen  momento  para  hablar  con  usted? 


A.        iMe  podria  decir  si  usted  o  sus  padres  nacieron  en  un  pais  de  America  Latina  donde 
se  habla  espanol? 

Si 


No  (Agradezca  y  termine) 

B.        iCuil  es  su  pafs  de  origen? 

(Escriba  el  pafs  de  origen  en  el  espacio  provisto  y  sefiale  la  regidn  a  la  que 
corresponde  en  la  lista  a  continuacidn.  Acuerdese  que  cada  grupo  debe  ser 
diverso  en  terminos  de  nacionalidades.  Use  el  porcentaje  en  parentesis  para 
determinar  cudntos  participantes  habni  en  cada  categoria). 

Caribe  (20%) Amenca  Central         (20%) 

America  del  Sur         (20%) Mexico  (40%) 


C.  £Es  el  espanol  el  idioma  principal  que  se  habla  en  su  hogar? 

Si  

No  (Agradezca  y  termine) 

D.  iQu6  tipo  de  cancer  tiene  o  tuvo  usted? 

(Escriba  el  tipo  de  ameer  del  paciente  en  el  espacio  provisto.   Si  es  un  paciente 
con  cancer  de  la  piel  (excepto  de  tipo  melanoma),  agradezca  y  no  continue  con  el 
cuestionario). 


L 


^Cuando  supo  usted  que  tenfa  cancer? 


L 


En  los  ultimos  2  anos 

M<is  de  2  anos  atras  (Agradezca  y  termine) 


^Esta"  usted  actualmente  recibiendo  tratamiento  m6dico  para  el  cancer?  (radiation, 
quimioterapia  u  otro  tipo  de  tratamiento) 

Si 


No  (Agradezca  y  termine) 


G.        £Me  podria  decir  su  edad,  por  favor?  (Debe  reclutar  a  personas  de 

distintas  edades,  50%  entre  45  a  55  anos;  50%  entre  56  y  65  anos). 


H.        lCuAI  fue  el  ultimo  grado  de  escuela  o  universidad  que  usted  completd? 

1.  escuela  primaria  (elemental) 

2.  algunos  anos  de  secundaria  (escuela  superior  o  bachillerato) 

3.  graduado  de  secundaria  (escuela  superior  o  bachillerato) 

4.  algunos  anos  de  universidad 

5.  graduado  de  la  universidad  o  cursos  de  post-grado  (Agradezca  y 
termine) 


I.  Queremos  estar  seguros  de  tener  una  representacidn  diversa  en  nuestro  estudio  con 

respecto  a  niveles  socioecondmicos.   El  ingreso  anual  de  su  hogar,  £es  mayor  o 
menor  de  $25,000? 

Menor 

Mayor  (Agradezca  y  termine) 


(Si  el  ingreso  es  de  $25,000  continue  con  el  cuestionario) 


^Me  podria  decir  si  usted  o  uno  de  los  miembros  de  su  familia  trabaja  en  el  campo  de 
salud  o  en  una  agencia  de  mercadeo  o  publicidad? 

Sf  (Agradezca  y  termine) 

No 


K.        ^Ha  estado  usted  alguna  vez  en  una  discusidn  de  grupo  sobre  productos  o  servicios? 

Si  

No 


Si  la  respuesta  a  la  pregunta  anterior  es  afirmativa,  <,cuando  fue  la  ultima  vez  que 
participd?  Hace (Si  fue  en  los  ultimos  seis  meses,  agradezca  y  termine). 

Estamos  haciendole  estas  preguntas  porque  vamos  a  realizar  una  discusidn  de  grupo  sobre 
temas  relacionados  con  el  cancer  y  nos  gustaria  que  usted  participara  en  ella.    El  grupo  de 
discusidn  se  llevarf  a  cabo  el  (FECHA)  en  (LUGAR).  Al  final  de  la  discusidn  de  grupo 
usted  recibirf  50  ddlares  por  su  participacidn  y  podrf  disfrutar  de  unos  refrigerios.   La 
discusidn  de  grupo  serf  de  dos  horas.   ^Podn'a  usted  participar  en  el  grupo  que  se  llevarf  a 
cabo  a  las  (HORA)? 

^Usa  usted  espejuelos  o  lentes?   Si  la  persona  usa  espejuelos  indiquele  que  los  traiga  a  la 
discusidn  de  grupo.    Por  favor  trate  de  llegar  unos  minutos  antes  de  la  hora  indicada 
para  que  podamos  comenzar  a  tiempo.   Si  se  le  presenta  una  emergencia  y  no  puede 
asistir,  es  important e  que  se  comunique  con  nosotros  al  numero  telefdnico  (XXX)  XXX- 
XXXX  para  que  podamos  encontrar  una  persona  que  lo  reemplace. 

Por  favor,  explique  a  cada  participante  cdmo  llegar  al  lugar  donde  se  llevarf  a  cabo  la 
discusidn  de  grupo.  Apunte  los  nombres  y  numeros  de  telefono  de  los  participantes  en 
las  pa'ginas  que  siguen  a  continuacidn. 


RECLUTAMEENTO:  GRUPOS  DE  DISCUSI6N  CON  PACIENTES  DE  CANCER 

HISPANOS,  SOLAMENTE  HOMBRES 

(HORA  Y  LUGAR): 


Nombre:  Numero  de  tel£fono: 

1. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 
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